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Bio
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Pediatrics (Stanford Center of Biomedical Ethics)

BIO

Holly Tabor, PhD, is the Director of the Stanford Center for Biomedical Ethics. She is Professor of Medicine at Stanford University, and by Courtesy of Pediatrics and

Epidemiology and Population Health. She is also Co-Chair of the Ethics Committees at Stanford Hospital and Lucile Packard Children's Hospital. Sheisaglobally

recognized expert on the ethical issues surrounding health care and research for patients with disabilities, especially intellectual and developmental disability, and on

the ethical, legal, and social issues (ELSI) in genetics. Her research has shed light on the benefits and risks of participating in genomic research, particularly of rare and

undiagnosed diseases. She is Editor-in-Chief of the American Journal of Bioethical Empirical Research.

ACADEMIC APPOINTMENTS
e Professor - University Medical Line, Medicine - Primary Care and Population Health

e Professor - University Medical Line (By courtesy), Pediatrics - Center for Biomedical Ethics

ADMINISTRATIVE APPOINTMENTS
e Director, Stanford Center for Biomedical Ethics, (2024- present)

e Co-Chair, Lucile Packard Children's Hospital Ethics Committee, (2018- present)
e Co-Chair, Stanford Hospital Clinical Ethics Committee, (2018- present)
e Member, Stanford Hospital Clinical Ethics Committee, (2016-2018)

e Member, Lucile Packard Children's Hospital Ethics Committee, (2016-2018)

HONORS AND AWARDS
e Henry J. Kaiser Award for Excellencein Preclinical Teaching, Stanford School of Medicine (06/2022)

e Allyship Award, Stanford Faculty Women’s Forum (06/2022)
e Qutstanding Community-Engaged Faculty Award, Stanford School of Medicine (04/2023)

PROFESSIONAL EDUCATION
e Postdoc, Stanford University School of Medicine, Bioethics (2008)

e PhD, Stanford University School of Medicine, Epidemiology (Minor Genetics) (2002)
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e AB, Harvard University , History and Science (1994)

LINKS
e Center for Biomedical Ethics: http://med.stanford.edu/bioethics.html

Research & Scholarship

CURRENT RESEARCH AND SCHOLARLY INTERESTS
My research focuses on ethical issuesin genetics and genomics, specifically return of results and translation for exome and whole genome sequencing and translation
of genomic sequencing into the clinical setting. | also conduct research on ethical issuesin clinical care and research for patients and families with autism and other

developmental and cognitive disabilities.

Teaching

COURSES

2023-24

e Caring for Individuals with Disabilities: MED 276 (Win)

e Modern Ethical Challengesin Neuroscience and Organ Transplantation: HUMBIO 171E (Spr)

e Shades of Grey Between Life and Death: Neuro-Ethics Across the Pacific: OSPGEN 45 (Sum)

2022-23

e Caring for Individuals with Disabilities: MED 276 (Win)

e Modern Ethical Challengesin Neuroscience and Organ Transplantation: HUMBIO 171E, MED 142 (Spr)
e The Responsible Conduct of Research: MED 255 (Aut, Win, Spr)

2021-22

e A cultural, ethical, medical and legal exploration of Japanese and American Societies: OSPGEN 29 (Sum)
e Caring for Individuals with Disabilities: MED 276 (Spr)

e Modern Ethical Challengesin Neuroscience and Organ Transplantation: HUMBIO 171E, MED 142 (Spr)
2020-21

e Medical EthicsI: PEDS 251A (Win)

e Modern Ethical Challengesin Neuroscience and Organ Transplantation: HUMBIO 171N, MED 142 (Spr)
e The Responsible Conduct of Research: MED 255 (Aut, Win, Spr, Sum)

STANFORD ADVISEES
Med Scholar Project Advisor

Ben Schwartz

Publications

PUBLICATIONS

o "Likenot having an arm”: a qualitative study of theimpact of visitor restrictions on cancer care during the COVID-19 pandemic. Supportive carein
cancer : official journal of the Multinational Association of Supportive Carein Cancer

Holdsworth, L. M., Siden, R., Wong, B. O., Verano, M., Lessios, A. S, Tabor, H. K., Schapira, L., Aslakson, R.
2024; 32 (5): 288

® Genomics Resear ch with Undiagnosed Children: Ethical Challenges at the Boundaries of Research and Clinical Care JOURNAL OF PEDIATRICS
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Halley, M. C., Young, J. L., Tang, C., Mintz, K. T., Lucas-Griffin, S., Maghiro, A., Ashley, E. A., Tabor, H. K., Undiagnosed Diseases Network
2023; 261

How are studentslearning to carefor people with disabilities?: exploring the curriculum design of a sample of disability electives offered by US health
professions schools. Disability and rehabilitation

Clarke, L., Tabor, H. K., Gisondi, M. A.
2023: 1-11

Genomics Resear ch with Undiagnosed Children: Ethical Challenges at the Boundaries of Research and Clinical Care. The Journal of pediatrics
Halley, M. C., Young, J. L., Tang, C., Mintz, K. T., Lucas-Griffin, S., Maghiro, A. S,, Ashley, E. A., Tabor, H. K.
2023: 113537

Rare Disease, Advocacy and Justice: | ntersecting Disparitiesin Research and Clinical Care. The American journal of bioethics: AJOB
Halley, M. C., Halverson, C. M., Tabor, H. K., Goldenberg, A. J.
2023: 1-10

Theimpact of inclusion: Improving medical student confidencein caring for adultswith intellectual disabilitiesthrough an interactive, narrative-based
session JOURNAL OF INTELLECTUAL & DEVELOPMENTAL DISABILITY

Clarke, L., Tabor, H. K.
2023

Characterizing Moral Injury and Distressin US Military Surgeons Deployed to Far-Forward Combat Environmentsin Afghanistan and Irag. JAMA
network open

Ryu, M. Y., Martin, M. J.,, Jin, A. H., Tabor, H. K., Wren, S. M.
2023; 6 (2): €230484

Per spectives of Rare Disease Social M edia Group Participants on Engaging With Genetic Counselors: Mixed Methods Study. Journal of medical Internet
research

Y abumoto, M., Miller, E., Rao, A., Tabor, H. K., Ormond, K. E., Haley, M. C.
2022; 24 (12): e42084

Latinx attitudes, barriers, and experiences with genetic counseling and testing: A systematic review. Journal of genetic counseling
Dron, H. A., Bucio, D., Young, J. L., Tabor, H. K., Cho, M. K.
2022

Supporting undiagnosed participants when clinical genomics studies end. Nature genetics
Halley, M. C., Ashley, E. A., Tabor, H. K.
2022

A Tale of Two Pandemics: Cancer Coping and Care Delivery During the COVID-19 Pandemic
Aslakson, R., Siden, R., Verano, M., Holdsworth, L., Braun, N., Tabor, H., Wong, B., Colborn, K., Smith, S,, Lira, |., Hallahan, C., Nudotor, R., Siddiqi, et a
ELSEVIER SCIENCE INC.2022: 1082-1083

An Evidence-Informed Cancer Care Communication Tool to Support Patients, Family, and Cancer and Palliative Care Clinicians During the COVID-19
Pandemic

Siden, R., Holdsworth, L., Wong, B., Verano, M., Tabor, H., Asakson, R.
ELSEVIER SCIENCE INC.2022: 1075

"Like Not Having an Arm" : Per spectives of Patients, Caregivers, and Practitionerson the Impact of Visitor Restrictionson Cancer Care During the
COVID-19 Pandemic

Holdsworth, L., Siden, R., Wong, B., Verano, M., Tabor, H., Aslakson, R.
ELSEVIER SCIENCE INC.2022: 1085

A call for an integrated approach to improve efficiency, equity and sustainability in rare disease research in the United States. Nature genetics
Halley, M. C., Smith, H. S,, Ashley, E. A., Goldenberg, A. J., Tabor, H. K.
2022

Per celved utility and disutility of genomic sequencing for pediatric patients: Per spectives from parentswith diver se sociodemographic
characteristics. American journal of medical genetics. Part A

Halley, M. C., Young, J. L., Fernandez, L., Kohler, J. N., Undiagnosed Diseases Network, Bernstein, J. A., Wheeler, M. T., Tabor, H. K.
1800
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Beyond race: Recruitment of diverse participantsin clinical genomicsresearch for rare disease. Frontiersin genetics
Young, J. L., Haley, M. C., Anguiano, B., Fernandez, L., Bernstein, J. A., Wheeler, M. T., Tabor, H. K., Undiagnosed Diseases Network Consortium
2022; 13: 949422

Genetic counselor rolesin the undiagnosed diseases network resear ch study: Clinical care, collaboration, and curation. Journal of genetic counseling

Kohler, J. N., Kelley, E. G., Boyd, B. M., Sillari, C. H., Marwaha, S., Undiagnosed Diseases Network, Wheeler, M. T., Acosta, M. T., Adam, M., Adams, D. R,
Agrawad, P. B., Algjandro, M. E., Alvey, J., et a

2021

Opportunities and pitfalls of social mediaresearch in rare genetic diseases: a systematic review. Geneticsin medicine: official journal of the American
College of Medical Genetics

Miller, E. G., Woodward, A. L., Flinchum, G., Young, J. L., Tabor, H. K., Halley, M. C.
2021

" Doctors can read about it, they can know about it, but they've never lived with it": How par ents use social media throughout the diagnostic
odyssey. Journal of genetic counseling

Deuitch, N. T., Beckman, E., Halley, M. C., Young, J. L., Reuter, C. M., Kohler, J,, Bernstein, J. A., Wheeler, M. T., Undiagnosed Diseases Network, Ormond, K.
E., Tabor, H. K.

2021

Cancer Careduring Covid-19: A multi-institutional qualitative study on physician and patient per spectives on telemedicine.
Wong, B. O., Aslakson, R., Holdsworth, L. M., Siden, R., Tabor, H., Verano, M., Schapira, L.
LIPPINCOTT WILLIAMS & WILKINS.2021

Genetic counseling and testing for Asian Americans: a systematic review. Geneticsin medicine: official journal of the American College of Medical Genetics
Young, J. L., Mak, J,, Stanley, T., Bass, M., Cho, M. K., Tabor, H. K.
2021

Variantsin PRKAR1B cause a neurodevelopmental disorder with autism spectrum disorder, apraxia, and insensitivity to pain GENETICSIN MEDICINE

Marbach, F., Stoyanov, G., Erger, F., Stratakis, C. A., Settas, N., London, E., Rosenfeld, J. A., Torti, E., Haldeman-Englert, C., Sklirou, E., Kesder, E., Ceulemans,
S., Nelson, et &

2021

Beyond diagnosis: under standing the downstream impacts of genome sequencing for undiagnosed rar e diseases
Halley, M., Young, J., Tabor, H., Undiagnosed Dis Network
ACADEMIC PRESS INC ELSEVIER SCIENCE.2021: S290

Commonalities acr oss computational workflows for uncovering explanatory variantsin undiagnosed cases. Geneticsin medicine : official journal of the
American College of Medical Genetics

Kobren, S. N., Baldridge, D., Velinder, M., Krier, J. B., LeBlanc, K., Esteves, C., Pusey, B. N., Zuchner, S, Blue, E., Lee, H., Huang, A., Bastarache, L., Bican, et
a

2021

"1t seemslike COVID-19 now isthe only disease present on Earth": living with arare or undiagnosed disease during the COVID-19 pandemic. Geneticsin
medicine: official journal of the American College of Medical Genetics

Halley, M. C., Stanley, T. n., Maturi, J. n., Goldenberg, A. J., Bernstein, J. A., Wheeler, M. T., Tabor, H. K.
2021

Patient and family social media use surrounding a novel treatment for arare genetic disease: a qualitative interview study. Geneticsin medicine: official
journal of the American College of Medical Genetics

lyer, A. A., Barzilay, J. R., Tabor, H. K.
2020

Denovo EIF2AK 1 and EIF2AK 2 Variants Are Associated with Developmental Delay, L eukoencephalopathy, and Neur ologic Decompensation. American
journal of human genetics

Mao, D. n., Reuter, C. M., Ruzhnikov, M. R., Beck, A. E., Farrow, E. G., Emrick, L. T., Rosenfeld, J. A., Mackenzie, K. M., Robak, L. n., Wheeler, M. T., Burrage,
L.C., Jain, M. n, Liu, et al

2020

Ventilator Triage Policies During the COVID-19 Pandemic at U.S. Hospitals Associated With Member s of the Association of Bioethics Program
Directors. Annals of internal medicine
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Matheny Antommaria, A. H., Gibb, T. S., McGuire, A. L., Wolpe, P. R., Wynia, M. K., Applewhite, M. K., Caplan, A. n., Diekema, D. S,, Hester, D. M., Lehmann,
L. S, McLeod-Sordjan, R. n., Schiff, T. n., Tabor, et a

2020

Civic Engagement, Autism and Deliberative Democracy: Prioritizing the Inclusion of Marginalized Per spectives. The American journal of bioethics: AJOB
Tabor, H. K.
2020; 20 (4): 4143

Clinical sites of the Undiagnosed Diseases Network: unique contributionsto genomic medicine and science. Geneticsin medicine: official journal of the
American College of Medical Genetics

Schoch, K. n., Esteves, C. n., Bican, A. n., Spillmann, R. n., Cope, H. n., McConkie-Rosdll, A. n., Walley, N. n., Fernandez, L. n., Kohler, J. N., Bonner, D. n.,
Reuter, C. n., Stong, N. n., Mulvihill, et a

2020

Rethinking the " open future" argument against predictive genetic testing of children GENETICSIN MEDICINE

Garrett, J. R., Lantos, J. D., Biesecker, L. G., Childerhose, J. E., Chung, W. K., Holm, I. A., Koenig, B. A., McEwen, J. E., Wilfond, B. S,, Brothers, K., Berkman,
B., Bernhardt, B., Caga-Anan, et a

2019; 21 (10): 2190-98

De Novo Variantsin WDR37 Are Associated with Epilepsy, Colobomas, Dysmor phism, Developmental Delay, I ntellectual Disability, and Cerebellar
Hypoplasia. American journal of human genetics

Kanca, O., Andrews, J. C., Lee, P., Patel, C., Braddock, S. R., Slavotinek, A. M., Cohen, J. S,, Gubbels, C. S,, Aldinger, K. A., Williams, J., Indaram, M., Fatemi,
A,Yuetd

2019

" Befor e Facebook and befor e social media...we did not know anybody elsethat had this': parent per spectives on internet and social media use during the
pediatric clinical genetic testing process JOURNAL OF COMMUNITY GENETICS

Barton, K. S., Wingerson, A., Barzilay, J. R., Tabor, H. K.
2019; 10 (3): 375-83

Assessing genetic counselors experiences with physician aid-in-dying and practice implications. Journal of genetic counseling
D'Angelo, A., Ormond, K. E., Magnus, D., Tabor, H. K.
2019

Consent insufficient for datarelease. Science (New York, N.Y.)
Nicol, D., Eckstein, L., Bentzen, H. B., Borry, P., Burgess, M., Burke, W., Chalmers, D., Cho, M., Dove, E., Fullerton, S, Ida, R., Kato, K., Kaye, et a
2019; 364 (6439): 44546

High-Throughput Sequencing in Respiratory, Critical Care, and Sleep M edicine Research An Official American Thoracic Society Workshop
Report ANNALS OF THE AMERICAN THORACIC SOCIETY

Hersh, C. P., Adcock, I. M., Celedon, J. C., Cho, M. H., Christiani, D. C., Himes, B. E., Kaminski, N., Mathias, R. A., Meyers, D. A., Quackenbush, J., Redline, S.,
Steiling, K. A., Tabor, et a

2019; 16 (1): 1-16

Per spectives on Spinraza (Nusinersen) Treatment Study: Views of I ndividuals and Parents of Children Diagnosed with Spinal Muscular Atrophy. Journal
of neuromuscular diseases

Pacione, M., Siskind, C. E., Day, J. W., Tabor, H. K.
2018

" Befor e Facebook and befor e social mediawe did not know anybody else that had this': parent perspectives on internet and social media use during the
pediatric clinical genetic testing process. Journal of community genetics

Barton, K. S., Wingerson, A., Barzilay, J. R., Tabor, H. K.
2018

What Precision Medicine Can Learn from Rare Genetic Disease Research and Translation. AMA journal of ethics
Tabor, H. K., Goldenberg, A.
2018; 20 (9): E834-840

Approachesto carrier testing and results disclosurein translational genomics research: The clinical sequencing exploratory research consortium
experience. Molecular genetics & genomic medicine

Porter, K. M., Kauffman, T. L., Koenig, B. A., Lewis, K. L., Rehm, H. L., Richards, C. S., Strande, N. T., Tabor, H. K., Walf, S. M., Yang, Y., Amendola, L. M.,
Azzariti, D. R, Berg, et a
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2018

Ethical Challenges Confronted When Providing Nusinersen Treatment for Spinal Muscular Atrophy. JAMA pediatrics

Burgart, A. M., Magnus, D. n., Tabor, H. K., Paquette, E. D., Frader, J. n., Glover, J. J., Jackson, B. M., Harrison, C. H., Urion, D. K., Graham, R. J., Brandsema, J.
F., Feudtner, C. n.

2018; 172 (2): 188-92

Pathways from autism spectrum disorder diagnosisto genetic testing. Geneticsin medicine : official journal of the American College of Medical Genetics
Barton, K. S., Tabor, H. K., Starks, H., Garrison, N. A., Laurino, M., Burke, W.
2017

My46: a Web-based tool for self-guided management of genomic test resultsin research and clinical settings. Geneticsin medicine
Tabor, H. K., Jamal, S. M., Yu, J,, Crouch, J. M., Shankar, A. G., Dent, K. M., Anderson, N., Miller, D. A., Futral, B. T., Bamshad, M. J.
2016

Genediscovery for Mendelian conditions via social networking: de novo variantsin KDM 1A cause developmental delay and distinctive facial
features. Geneticsin medicine: official journal of the American College of Medical Genetics

Chong, J. X., Yu, J. H., Lorentzen, P., Park, K. M., Jamal, S. M., Tabor, H. K., Rauch, A., Saenz, M. S,, Boltshauser, E., Patterson, K. E., Nickerson, D. A,
Bamshad, M. J.

2016; 18 (8): 788-95

Clinical Sequencing Exploratory Research Consortium: Accelerating Evidence-Based Practice of Genomic M edicine AMERICAN JOURNAL OF HUMAN
GENETICS

Green, R. C.,, Goddard, K. B., Jarvik, G. P., Amendola, L. M., Appelbaum, P. S., Berg, J. S,, Bernhardt, B. A., Biesecker, L. G., Biswas, S., Blout, C. L., Bowling,
K. M., Brothers, K. B., Burke, et a

2016; 98 (6): 1051-66

Use of metaphor s about exome and whole genome sequencing. American journal of medical genetics. Part A
Nelson, S. C., Crouch, J. M., Bamshad, M. J,, Tabor, H. K., Yu, J.
2016; 170A (5): 1127-1133

When Participantsin Genomic Research Grow Up: Contact and Consent at the Age of Majority JOURNAL OF PEDIATRICS

Brothers, K. B., Holm, I. A., Childerhose, J. E., Antommaria, A. M., Bernhardt, B. A., Clayton, E., Gelb, B. D., Joffe, S., Lynch, J. A., McCormick, J. B.,
McCullough, L. B., Parsons, D., Sundaresan, et a

2016; 168: 226-+

The Genetic Basis of Mendelian Phenotypes: Discoveries, Challenges, and Opportunities. American journal of human genetics

Chong, J. X., Buckingham, K. J., Jhangiani, S. N., Boehm, C., Sobreira, N., Smith, J. D., Harrell, T. M., McMillin, M. J., Wiszniewski, W., Gambin, T., Coban
Akdemir, Z. H., Doheny, K., Scott, et al

2015; 97 (2): 199-215

Exome Sequencing of Phenotypic Extremes | dentifies CAV2 and TMC6 as I nteracting M odifier s of Chronic Pseudomonas aer uginosa I nfection in Cystic
Fibrosis. PLoSgenetics

Emond, M. J,, Louie, T., Emerson, J., Chong, J. X., Mathias, R. A., Knowles, M. R., Rieder, M. J,, Tabor, H. K., Nickerson, D. A., Barnes, K. C., Go, L., Gibson,
R. L., Bamshad, et d

2015; 11 (6): 1005273

Single-nucleotide polymor phism arrays and unexpected consanguinity: considerationsfor clinicians when returning resultsto families. Geneticsin
medicine: official journal of the American College of Medical Genetics

Delgado, F., Tabor, H. K., Chow, P. M., Conta, J. H., Feldman, K. W., Tsuchiya, K. D., Beck, A. E.
2015; 17 (5): 400-4

Actionable exomic incidental findingsin 6503 participants: challenges of variant classification GENOME RESEARCH

Amendola, L. M., Dorschner, M. O., Robertson, P. D., Salama, J. S, Hart, R., Shirts, B. H., Murray, M. L., Tokita, M. J., Gallego, C. J,, Kim, D. S., Bennett, J. T.,
Crosslin, D. R., Ranchdlis, et a

2015; 25 (3): 305-315

"WeDon't Know Her History, Her Background" : Adoptive Parents' Per spectives on Whole Genome Sequencing Results JOURNAL OF GENETIC
COUNSELING

Crouch, J., Yu, J.,, Shankar, A. G., Tabor, H. K.

2015; 24 (1): 67-77
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De novo mutationsin NALCN cause a syndrome char acterized by congenital contractures of the limbs and face, hypotonia, and developmental
delay. American journal of human genetics

Chong, J. X., McMillin, M. J., Shively, K. M., Beck, A. E., Marvin, C. T., Armenteros, J. R., Buckingham, K. J., Nkinsi, N. T., Boyle, E. A., Berry, M. N., Bocian,
M. n., Foulds, N. n., Uzielli, et al

2015; 96 (3): 462-73

Pathogenic Variantsfor Mendelian and Complex Traitsin Exomes of 6,517 European and African Americans: Implicationsfor the Return of Incidental
Results AMERICAN JOURNAL OF HUMAN GENETICS

Tabor, H. K., Auer, P. L., Jama, S. M., Chong, J. X., Yu, J.,, Gordon, A. S., Graubert, T. A., O'Donnell, C. J,, Rich, S. S., Nickerson, D. A., Bamshad, M. J.
2014; 95 (2): 183-193

Attitudes of genetics professionalstoward thereturn of incidental results from exome and whole-genome sequencing. American journal of human genetics
Yu, J H., Harrell, T. M., Jamal, S. M., Tabor, H. K., Bamshad, M. J.
2014; 95 (1): 77-84

Quantifying rare, deleteriousvariation in 12 human cytochrome P450 dr ug-metabolism genesin a lar ge-scale exome dataset HUMAN MOLECULAR
GENETICS

Gordon, A. S., Tabor, H. K., Johnson, A. D., Snively, B. M., Assimes, T. L., Auer, P. L., loannidis, J. P., Peters, U., Robinson, J. G., Sucheston, L. E., Wang, D.,
Sotoodehnia, N., Rotter, et al

2014; 23 (8): 1957-1963

Whole-Exome Sequencing | dentifies Rare and L ow-Frequency Coding Variants Associated with LDL Cholesterol. American journal of human genetics
Lange, L. A., Hu, Y., Zhang, H., Xue, C., Schmidt, E. M., Tang, Z., Bizon, C., Lange, E. M., Smith, J. D., Turner, E. H., Jun, G., Kang, H. M., Peloso, et a
2014; 94 (2): 233-245

Mutationsin PIEZO2 cause Gordon syndrome, Marden-Walker syndrome, and distal arthrogryposistype 5. American journal of human genetics

McMillin, M. J,, Beck, A. E., Chong, J. X., Shively, K. M., Buckingham, K. J., Gildersleeve, H. |., Aracena, M. |., Aylsworth, A. S,, Bitoun, P. n., Carey, J. C.,
Clericuzio, C. L., Crow, Y. J,, Curry, et a

2014; 94 (5): 734-44

Parent per spectives on pediatric genetic resear ch and implications for genotype-driven research recruitment. Journal of empirical research on human
research ethics : JERHRE

Tabor, H. K., Brazg, T., Crouch, J., Namey, E. E., Fullerton, S. M., Beskow, L. M., Wilfond, B. S.

2011; 6 (4): 41-52

Challengesin the use of direct-to-consumer personal genometesting in children. The American journal of bioethics : AJOB
Tabor, H. K., Kelley, M.
2009; 9 (6-7): 32-4

Ethical implications of array comparative genomic hybridization in complex phenotypes: pointsto consider in research GENETICSIN MEDICINE
Tabor, H. K., Cho, M. K.
2007; 9 (9): 626-631

Candidate-gene approaches for studying complex genetic traits: practical considerations NATURE REVIEWS GENETICS
Tabor, H. K., Risch, N. J., Myers, R. M.
2002; 3 (5): 391-A396
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