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The past year in our nation and the world has been marked by persistent challenges: the
global pandemic, political violence, attacks against historically marginalized groups,
climate crises, and others. We each have had to face these challenges in different
proportions and in different forms. And we each have had to cope with them in our own
ways. And yet, despite these challenges, our team members have continued to do
incredible work.

Our mission as a Bioethics and Palliative Care Program is to ensure that each child, family,
and community benefits from excellent, equitable healthcare and research centered on
their needs and values. We worked to advance this mission in 2022 in several ways. For
instance, we were able to grow our interdisciplinary clinical palliative care team, adding
team members and trainees in order to help us increase palliative care access and serve
more patients and families now and in the future. We also worked hard to continue to
provide excellent clinical ethics support and to sustain our close partnership with the
Center for Diversity and Health Equity at Seattle Children’s Hospital. We also managed to
greatly expand our organizational ethics program, increasing access to this important
resource. We undertook successful recruitments and grew our Division faculty. We added
new trainees in both palliative care and bioethics. Our interdisciplinary team members
taught locally, regionally, nationally, and internationally.

The Treuman Katz Center continued to make significant advances in bioethics and
palliative care scholarship. We added 5 new members to augment our research operations
and our research portfolio to include health equity and neuroethics. The Center hosted its
17th annual bioethics conference on “Breakthroughs in Pediatrics: Past Lessons, Present
Controversies, Future Challenges." And Center members secured nearly $1.6 million in
grant funding in FY22, a >10% increase over FY21.

We continue to be so grateful to be a part of such a remarkable program. We are so proud
of the way that, despite the various challenges we each face, our program members
continue to devote their talent, time, and energy to benefit our patients, their families, and
the community at-large. This incredible work keeps us optimistic about the future.

Doug Opel, Arika Patneaude,
Colleen Lee and Jen Kett

Bioethics & Palliative Care Leaders



Program Overview

Program Mission and Vision

PROGRAM MISSION: Ensure each child, family and community benefits
from excellent, equitable healthcare and research centered on their
needs and values.

VISION: Use our interprofessional expertise in bioethics and palliative
care to address complex challenges in pediatric healthcare
and advance the well-being of children, families, and communities.

Seattle Children’s Valued-Based behaviors

COMPASSION ‘ EXCELLENCE ‘ INTEGRITY ‘ COLLABORATION ‘ EQUITY ‘ INNOVATION

Organizational Chart



Program Councils and Committees

Advisory Council -

FY 22 Council Members - Dina Frank, Treuman Katz, Cilla Joondeph, Barbara Mann,
Kathy Randall, Jeff Sconyers, Peggy Walton, Simon Pritikin, Monica Long.

The Advisory Council is comprised of current and past members of Seattle Children’s
Hospital Board of Trustees, Executive Leadership, Foundation Leadership, and Research
Advisory Committees. The Council provides input to program leaders regarding
community engagement, philanthropy, and strategic initiatives.

Steering Committee -

FY 22 Committee Members - Arika Patneaude, Doug Opel, Dawn Marie Pares, Devan
Duenas, Anne Anderson, Amy Trowbridge, Doug Diekema, Elliott Weiss, Kate
MacDuffie, Jori Bogetz, Paula McPoland, Aaron Wightman, Leah Kroon, Stephanie
Kraft, Jennifer Kett.

The Program Steering Committee is comprised of a broad group of team members from
varied disciplines who provide visioning, advice, and guidance to program leaders
regarding the overall direction of the program and the implementation of new ideas.

Equity Council -

FY22 Equity Council Members — Amanda Mercer, Hannah Lewis, Arika Patneaude,
Emily Berkman, Holly Vo, Dawn Marie Pares, Elizabeth Julian and Jennifer Kett.

The Bioethics and Palliative Care Equity Council has had a busy year. We said goodbye to
Amanda Mercer and Hannah Lewis as they left the program to pursue educational
endeavors. We sponsored a film discussion in program seminar on the important film
‘Crip Camp: A Disability Revolution”. EqQuity Council members Dawn Marie Pares & Holly
Vo prepared and led an excellent and engaging discussion! We started weekly equity
emails, ‘Days of Note’, as a resource for program members on upcoming equity events
including holidays across cultures, healthcare focused awareness events, information,
and activities on equity focused days/months.

As we look ahead to FY23, we are beginning work on equity principles for the program
and continued sponsorship of quarterly equity focused program seminars.



Program Highlights @

Seattle Children’s Palliative Care and the Division Bioethics and Palliative Care at University of
Washington in collaboration with Doernbecher Children’'s Hospital at OHSU, the Washington State
Hospice and Palliative Care Organization and the Oregon Hospice and Palliative Care Association,
launched the Northwest Pediatric Palliative Care Coalition (NWPPCC) for the states of Alaska, Idaho,
Montana, Oregon, and Washington, in the fall of 2021. Our VISION is that all children and families in
the Pacific Northwest region facing serious illness will have access to comprehensive palliative care
support through the duration of serious illness both in the hospital and at home in the community
with the goal to prevent, anticipate and mitigate suffering. Our MISSION is to empower our
interprofessional workforce to advocate for every child and family to have access to the support
necessary to live as well as possible with the goal to prevent, anticipate and mitigate suffering. Our
MISSION is to empower our interprofessional workforce to advocate for every child and family to have

access to the support necessary to live as well as possible with serious illness. With approximately 140

members, we hold twice annual virtual meetings and send out monthly newsletters that highlight
different participating programs and resources throughout our region. Visit our website to learn
more:

If you have any questions or would like to contact us, please email the coalition at
NWPPCC@seattlechildrens.org. All are welcome!

Guild and Endowment Support to Families

o o

Palliative Care is generously supported by two ) h] }:} = Patients and Families Served
Seattle Children's Guilds - Susannah White's Three through Quality-of-life fund: 431
Feet of Sunshine and Gavin's Gift Guilds. With their

support, we are able to provide 'Quality of Life' . Toral )
(QOL) items to patients and families who are cared otal amount spent supporting

for by the Palliative Care Team. Patient and families through the
quality-of-life fund: $14,474.70

o 0
o ) o h] o = Number of families assisted with
The Palliative Care Cost Center provides funeral 1 o
. o funeral cost: 48
assistance to families who have been supported
by the team and whose child has passed. With
support from Barbara and Eric Mann, we are able = .
to double the support provided in the month of Total amount Contributed towards
December. funeral costs: $10,432.10



https://www.seattlechildrens.org/clinics/palliative-care-consultation/nwppcc

Ethics Committee @

Mithya Lewis Newby, MD, MPH Leah Kroon, MA, MN, RN, CPHON Maya Scott, MSW, LICSW
Chair Vice Chair Vice Chair

Throughout Fiscal Year 2022, the Ethics Committee Leadership Team and Steering
Committee continued work to update the functions, processes, and documents of the
committee to meet the evolving needs of the Seattle Children’s community. Work
included revisions to the membership structure, enhanced membership expectations,
development and implementation of an equitable workforce member recruitment
process, significant revisions of the committee charter, rewriting the membership

manual, and development of a new member onboarding process. Future work in the

coming year includes recruitment of new family representatives, and establishment of a

shared committee educational resource space.

We're so closel!l




Equity, Diversity, Inclusion, & Anti-Racism @

The Bioethics and Palliative Care Program is strongly committed to addressing racism
and anti-Blackness and creating a just and equitable society for all. Some of our EDI and
anti-racism efforts include:

Partnership with Seattle Children’s Hospital Center for Diversity and Health
Equity (CDHE)

In FY22 The Bioethics Consultation Service completed 22 ethics consultations in which
equity was at the forefront of the request, either implicitly or explicitly. In partnership
with our colleagues from CDHE as subject matter experts, each of these consults was
completed within the paradigm that equity cannot be separate from ethics.

Bias Reduction in Internal Medicine Initiative (BRIM)

The Division of Bioethics and Palliative Care was one of the
divisions chosen to pilot the BRIM-Pediatrics Initiative. Division faculty member,
Roberto Montenegro, MD, PhD, is a Principal Investigator for BRIM-Pediatrics.

"Cultural stereotypes can Influence our judgments, decision-making, and behaviors
In unwanted and unintended ways. The BRIM Initiative offers the opportunity to help
'break the bias habit' and align our judgments and behaviors with our explicit
commitments to be fair and objective." ( )

In FY22, 31 participants of faculty and staff participated from 2 divisions in the
Department of Pediatrics. In FY23, BRIM will continue to add more divisions to the
project. Some notable quotes of participants Included:

"The knowledge presented is essential groundwork to establish for everyone, and |
really appreciate that it is a separate discussion and workshop on its own."

"Helped me connect more dots and deepen my consideration of both interpersonal
and institutional actions possible."

"(The) content is excellent and the discussions it fosters among division colleagues is
what we need."”



https://medicine.uw.edu/diversity/BRIM

Race-Based Caucusing @

As part of our program’s commitment to becoming anti-racist, we provide monthly race-
based caucusing as a modality for team members to share resources, ideas, and
community towards building an anti-racist team and contributing towards a more
equitable society.

Work in People of Color Caucus Work in White Caucus
Creates accountable space to work
through barriers that prevent white
people from allying together toward
anti-racist goals.
» Builds relationships and deepens
understanding of power/privilege
» Builds collective tools for race ‘

Creates a brave space to talk about and
address experiences of racism.

» Offers a retreat from continuous
scrutiny and an antidote to white-
dominated spaces

> Creates an alternative power base/
“counterspace” for BIPOC within equity
Wh.'te spac?s : » Offers space to discuss emotions, . . .

» Builds relationships and support 3 : . .

i questions, and learning edges PY
through courageous and difficult :
without causing harm to people of

[ J [ J
conversations olr PS——— |P o o 0 @ .
[ J [ J

Black, Indigenous, People of Color Caucus - (BIPOCQC)

The Black, Indigenous, People of Color (BIPOC) caucus group met intermittently in
FY22. The group brings together the 12 BIPOC team members of the program of
diverse cultural backgrounds. The intention of the caucus is to create a space in
which members can build community, get support, and provide “gut checks” on our
lived experiences as members of racial and ethnic communities that have been

excluded, marginalized or invisible within academia and healthcare. Our FY23 goal is
to get together in person and share community and food from across our varied

cultural traditions!

White Ally Anti-Racist Caucus - (WAAR)

Ellie Oslin became the primary facilitator of the WAAR Caucus after Amanda and
Hannah departed from SCH in July. Our WAAR Caucus Committee consists of Ellie,
Stephanie Kraft and Dawn Marie Pares, which meets monthly to brainstorm discussion
ideas, regulatory needs, and accountability across caucus members. Recently, the WAAR
Caucus members collectively decided to move to a guided discussion model. Now each
caucus session is led by a different member who signs up for date to lead, prepares a
topic and sends out materials prior to meetings. We have decided to alternate between
the first Wednesday and Thursday of the month in order to enhance the ability of
participants to attend caucus at least once every other month.




Bioethics & Palliative Care Clinical Services

Clinical Bioethics Consultation Service

Bioethics consultation provides a forum for Core Consultation Team Members FY22
discussion and analysis of areas of ethical

) ) ) Kate Gentry, MD, MA Katie Stephenson, MD**
uncertainty or disagreement in the care of Jennifer Kett, MD, MA Holly Vo, MD, MPH, MSc, MA
children. Brennan Kim, MD** Aaron Wightman, MD, MA

. X . Dan Kim, MD** Kirsten Wilhelm, MD**
Bioethics consultants offer advice and Brittany Lee, MD, MA Benjamin Wilfond, MD
recommendations to families, clinical teams, and Allyson Lyle, MD, MA** **Bjoethics Fellows
hospital leadership facing challenging decisions. Doug Opel, MD, MPH

Clinical Ethics Consultation Requests by Setting Highlights:

1
51 Ethics Consultation requests

‘ In FY22, down by 11% from FY21
m [npatient

= Outpatient 41% (n=21) of Clinical Ethics

consultations were completed

in partnership with CDHE as

there was a health equity

component

m Other

Clinical Ethics Consultation Requests by Service

Top 5 Referring services
Referring Services:

PBMU (3) | 5%
Out of the 51 consultation
requests 63% of them came Nephrology (4) GG 7%
from these top 5 referring Medical Unit/General Med (¢) N EEG_— N 5%

services.
Heme/Onc (Including BMT) (9) . 17%

Intensive Care (CICU, NICU, PICU) (10) N 19%

Clinical Ethics Consultation Requests by Role

m Physician/Attendi
ysician/Attending Consult Request by Role:

4 = Physician (Resident)
= Physician/Fellow Physician/Attending role
Social Work makes up 55% of the total

2 = Nurse requests for a Clinical Ethics
= Behavior Analyist Consultation.
APP

= Unknown/Other
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Organizational Ethics Consultation Service

FY22 Annual Report Organizational Ethics Service (OES)

Organizational Ethics Consultations provide support to the institution by helping program
and institutional leaders identify, analyze, and assist with ethical challenges that may
impact groups of patients, staff members, or communities.

FY22 brought growth and formalization of the Organizational Ethics Consult Service. Dr.
Denise Dudzinski, Professor in Bioethics & Humanities joined Bioethics and Palliative Care
as the Director of Organizational Ethics. In collaboration with our interprofessional team,
Dr. Dudzinski formalized intake and quality assurance procedures, building upon the firm
foundation of the service.

Ethics is a dimension of most organizational decisions, including the impact of health care
financing, engagement with diverse communities, and efforts to improve population
health. The Organizational Ethics Service provides recommendations to institutional
invested parties and hospital leadership regarding ethical issues that arise at the
organizational level.

In FY22, there were 10 new Organizational Ethics consult requests. Organizational Ethics
consults are often longitudinal and require meetings, research and analysis over weeks and
months. Consultants often help to revise hospital policies and procedures at the invitation
of content experts.

Denise Dudzinski, PhD, MTS, HEC-C
Director Organizational Ethics

11



Palliative Care Clinical Service @

“Palliative Care Clinical Service Team”

The Palliative Care Clinical Service Team includes doctors, nurse practitioners, nurse care coordinators, and
palliative care consultants with backgrounds in social work, chaplaincy, or nursing. The team specializes in
palliative care for children, teens, young adults, and their families. Their services are available through
referrals. In FY22, the team’s outpatient services increased by 110% and inpatient services increased by 9%
from FY21. The top 6 divisions who submitted referral services in FY22 were Critical Care,
Hematology/Oncology, Cardiology, Hospital Medicine, Neonatology and Fetal Care and Treatment Center.

Total Referrals received
00

500

400

300
288

200

100
110

0

B Qutpaitent M Inpatient

Top 6 Referring Services
120

100 *

20
P 66
50 48
40
20 18 17 13 21 20 15 18
4
0 - il
FY21 FY¥ 22
m Hematology/Oncology m Critical Care
B Cardiology Hospital Medicine
m Necnatology m Fetal Care and Treatment Center
Telemedicine Completed Telehealth

Appointments
As part of the Ambulatory .
Program, Palliative Care * 7 Providers
provides telehealth services. = 213 Appointments
In FY22, of the 230
ambulatory visits, 213 (93%)
of those visits were
telemedicine.

= 31 Appointments per
provider

= 92 minutes avg.
provider time per 12
appointment




Quality Programs @

Ethics FY22 Quality Data

In FY22 the Ethics Quality Committee completed the quality charter for the
clinical ethics service. With a focus on equity, we identified three QA/PI metrics for
every case discussed at the twice monthly Ethics QA (quality assurance)
meetings.

These questions are:
1. Did the clinical ethics team speak with the bedside nurse during the course
of the consult?
2. Did the clinical ethics team speak with the family during the course of the
consult?
3. Was there a focus on equity during the course of the consult?

Ethics QA Committee Members \

Aaron Wightman, MD, MA
Arika Patneaude, MSW, LICSW, APHSW-C
Jennifer Kett, MD, MA

Palliative Care FY22 Quality Data:

The Palliative Care Quality Committee’s focus for FY22 was on hand hygiene,
equity, competency of team members and ambulatory goals. 90% of clinical team

members completed the Grow@SC hand hygiene course in order to do our part in
decreasing CLABSI across the organization. We integrated equity into the IDT
(interdisciplinary team) meeting, specifically focusing on equity as each patient
was discussed. We implemented our team competencies with 85% of team
members completing a self- assessment and finally we met our ambulatory goal
of patients/families being contacted within 5 business days of a referral being
received by our team.

[ [
/ Palliative Care QA Team Members \ %o
@000
[ J [ J
Arika Patneaude, MSW, LICSW, APHSW-C e ' o
Jori Bogetz, MD . ® .
Jennifer Kett, MD, MA .

Kimberly Liekweg, MD
Melanie Neff, MSW, LICSW
April Endsley, MA

13



Division of Bioethics & Palliative Care

Education

Mann Family Pediatric Palliative Care Grand Rounds

“Centering the Good”

Blyth Lord

Founder and Executive Director,
Courageous Parents Network

Board Member, National

Tay-Sachs and Allied Diseases
Association

Co-chair, Parent Working Group,
American Academy of Pediatrics Section
on Hospice and Palliative Medicine

Barbara and Eric Mann have generously supported the Pediatric Palliative Care Service
since 2007. Their sponsorship allows for specialized education and training for highly
skilled clinicians in order to enhance the care of patients and families at Seattle Children’s
Hospital. As a tribute to their generosity, we have established an annual Pediatric

Palliative Care Grand Rounds in their honor.



https://www.seattlechildrens.org/healthcare-professionals/education/grand-rounds/palliative-care-grand-rounds/
https://www.seattlechildrens.org/healthcare-professionals/education/grand-rounds/palliative-care-grand-rounds/

Fellowship Training Programs

The Bioethics and Palliative Care Program has two fellowship tracks, one in ethics and one in palliative care.

In FY22, through the steadfast leadership of Palliative Care Fellowship Director Paula McPoland, the
Palliative Care Fellowship received a temporary complement increase to add a second pediatric fellow. We
have applied to make the increase permanent. The palliative care fellowship is ACGME accredited and
operates through the University of Washington.

In FY22 through the exceptional leadership of co-Directors Doug Diekema and Aaron Wightman, the ethics
fellowship welcomed three first year subspecialty ethics fellows. The Ethics fellowship is non-ACGME
accredited. Because the bioethics fellowship is a University of Washington fellowship, we follow ACCME
guidelines.

Palliative Care Director Bioethics Co-Directors

Paula McPoland, MD Douglas Diekema, MD, MPH  Aaron Wightman, MD, MA

Palliative Care Fellows: Bioethics Senior Fellows:

CPT (P) Yasmin Curtis, MD Allison Lyle, MD, MA Kirsten Wilhelm, MD

Bioethics First Year Fellows:

Hannah Deming, MD
Brennan Kim, MD Daniel Kim, MD

Kathryn Stephenson, MD 15



Treuman Katz Center

» Our Mission

To conduct innovative interdisciplinary scholarship that promotes the dignity, rights,
and welfare of patients and research participants and advances high-quality,
equitable research and healthcare for children, families, and communities.

» Letter from Leadership

FY22 has been a year of hopefulness and transformation. Hopefulness as we slowly
emerge from the COVID-19 pandemic and regain some normalcy in our routines, and
transformation as work begins to chart the path forward at Seattle Children's
Research Institute (SCRI) after SCRI received Huron Consulting Group's key findings
and recommendations. There is a renewed sense of optimism for FY23.

There have been several changes at the Center in FY22 worth celebrating. Foremost,
we welcomed Drs. Kate MacDuffie and Holly Vo into their new roles as Principal
Investigators and added 4 new staff members to our team: Debbie Poon as Senior
Administrative Assistant, Colleen Lee as Center Manager, Ellie Oslin as Clinical
Research Coordinator I, and Abril Beretta as Clinical Research Coordinator I. All six
have already contributed enormously, bringing unique skillsets and perspectives to
their work at the Center. We also have developed a new intramural Visiting Scholar
program to facilitate collaborative work between Treuman Katz Center members
and scholars from other institutions. And we survived yet another move as our 6th
floor space in the Jack MacDonald Building was re-designed!

Amidst these changes, we have remained focused on advancing palliative care and
bioethics scholarship. From our existing programs—Research Ethics Consultation,
Annual Conference, and Grand Rounds—to new grants and research findings, our
Center continues to be a national leader in pediatric bioethics and palliative care. We
have flourished in FY22. | truly am excited for all that awaits us in FY23.

Doug Opel, MD, MPH
Center Director

Treuman Katz Center

16



» Scholarship

Principal Investigators (Pls) at the
Treuman Katz Center often apply for
funding for their scholarship through
internal and external funding sources.
Here is a synopsis of the funded
awards where Treuman Katz Center
members were Pls or site Pls in Fiscal
Year 2022 (FY22 - October 1, 2021
through September 30, 2022).

Funding by Sponsor Type

from from Local
Federgl and State
Agencies

Agencies

R $82,966 from %{ $27,663

New vs. Continuing N ot &\ from @
Funding Awards Organizations W Seattle
Children’s

‘ from
+ * New Awards

}}I ligelng
Continuing Awards

totaling
Grand Total

Extramural vs
Intramural Funding

KM Lol mmmrs
$27,
))) <(( inzt.:aerﬁi rfarlo,rﬂ\nwz’a rds

17



New Awards <

Treuman Katz Center members were Pl or site Pl on 10 new awards starting
during the Fiscal Year 2022 timeframe (FY22 - October 1, 2021 through
September 30, 2022) from extramural and Intramural funding sources.

Stephanie Kraft,
Developing Community-
Responsive mHealth and

Al/ML: Understanding
Perspectives of Hispanic
Community Members in

Washington State,

Jori Bogetz, Award#ULITR002319, Funded

A Novel Photo-Narrative by National Center for Kate MacDuffie,
Communication Intervention Advancing Translational The Experience of Human
Among Parents of Children Sciences (NCATS) Subjects with Brain Organoid

with Severe Neurological Research, Award#

Impairment in the ICU, 4RO0OMH125328-01, Funded

Award# TK23HD107232-01, by National Institute of
Funded by National Institute Mental Health (NIMH)

of Child Health & Human Doug Opel,

Development (NICHD) Alaska Native Communities
Advancing Vaccine Uptake,
Award# TRO1AI170946-04,
Funded by National
Institutes of Allergy and
Infectious Diseases (NIAID)

Kate MacDuffie,

The Experience of Women
Asked to Donate Fetal Tissue
for Research, Funded by
University of Washington
Royalty Research Fund

Holly Vo & Benjamin Wilfond,
Structured Family Deliberation
for Decisions about Home
Ventilation: A Pilot Study, Funded
by Seattle Children's CCTR
Pediatric Pilot Fund Program

Doug Opel,
COVID Vaccine
Communication Webinars-
WCAAP,

Funded by WA Department

of Health

Benjamin Wilfond,
Building capacity to guide

Elliott Weiss,
Enrollment and

Demographic Characteristics disclosure of genomic
of Research Participants in research results in CKiD,
US Neonatal Clinical Trials: A Award#UO1DK066143-195],
Systematic Review, Funded Funded by National Institute
by Seattle Children's CCTR of Diabetes & Digestive &
Faculty Research Support Kidney Diseases (NIDDK)

Doug Opel,
Validation of a Framework
for Shared Decision-Making
in Pediatrics,
Funded by Seattle Children's
CCTR Faculty Research
Support Fund

Fund



Continuing Awards ¢«

Treuman Katz Center members continued 12 awards as Pl or site Pl entering their
2nd year or beyond during the Fiscal Year 2022 (FY22 - October 1, 2021 through

September 30, 2022) timeframe from internal and external funding sources

Jori Bogetz, Quality of End-
of-Life Care for Children
with Cancer: Can we
Measure It? Funded by
American Cancer Society

Benjamin Wilfond,
Exome Sequencing in Diverse
Populations in Colorado &
Oregon, Award#
UOTHG007292, Funded by
National Human Genome
Research Institute (NHGRI)

Roberto Montenegro,
Bias Reduction in Curricular
Content: Using Artificial
Intelligence to Assess Bias in
Medical Education, Funded
by National Board of Medical
Examiners

Doug Opel,
WA- Child Health
Improvement Partnership,
Funded by WA Department

of Health

Stephanie Kraft,
Respect for Persons in the
Genomics Research
Enrollment Process:
Incorporating Diverse
Experiences and Attitudes,
Award# 5KOTHGO01361-04,
Funded by National Human
Genome Research Institute
(NHGRI)

Benjamin Wilfond,

The Dog Aging Project:
Genetic and Environmental
Determinants of Healthy
Aging in Companion Dogs,
Award #5UT19AGC057377-04,
Funded by National Institute
on Aging (NIA)

Doug Opel,
Evaluation of the
Presumptively Initiating
Vaccines and Optimizing
Talk with Motivational

Interviewing (PIVOT with M)

Intervention, Award # RO1
HD093628-01A1, Funded by
National Institute of Child
Health & Human
Development (NICHD)

Doug Opel,
King County Child Health
Improvement Partnership,
Funded by Washington
Chapter of the American
Academy of Pediatrics
(WCAAP)

Elliott Weiss, Improving
Diversity in Neonatal Clinical
Trial Enrollment,
Award# 1K23HD103872-07,
Funded by National Institute
of Child Health & Human
Development (NICHD)

Benjamin Wilfond,
Health Care Systems
Research Collaboratory —
Coordinating Center, Award
#5U24AT009676-05, Funded
by National Center for
Complementary & Integrative
Health (NCCIH)

Doug Opel,
Validation of a Framework
for Shared Decision-Making
in Pediatrics, Award # R0O3
HS26994-01A1, Funded by
Agency for Healthcare
Research and Quality
(AHRQ)

Doug Opel,

Kitsap WA-CHIP Learning
Collaborative, Funded by
Washington Chapter of the
American Academy of
Pediatrics (WCAAP)



» Center Highlights

Treuman Katz Center sponsors several internal programs and activities to support its
faculty and staff. Here are some highlights from FY22.

Treuman Katz
Incubator Program

The Treuman Katz Incubator Program is
designed to promote promising new
research and stimulate preliminary data
that ultimately leads to successful
external funding for research conducted
at the Treuman Katz Center. In FY22, Dr.
Amy Trowbridge (pictured above) received an
Incubator award for her proposal, Mock
No Code - A Simulation-Based Goals of
Care Curriculum for Pediatric Residents.

In FY22, we also launched the Treuman
Katz Research Staff Funding Program to
promote Treuman Katz Center research
staff career development and support
scholarship that advances the Center’s
mission. This year, Amanda Mercer
(pictured above) received an award for their
proposal, Interpersonal Influences on
Treatment Decisions for Nausea and
Vomiting During Pregnancy, mentored
by Dr. Kate MacDuffie.

N/

Visiting Scholars *
Program ‘e

The Treuman Katz Visiting
Scholars Program was
developed in 2022 to facilitate
collaborative work between
Treuman Katz Center principal
investigators, staff and scholars
from other institutions. This
program was developed
because on campus visits from
outside scholars are an
impactful way to facilitate
productive collaborations,
generate new research
questions, and gain new insights
on the existing work of the
Center. The program also aims
to enable Center members and
the broader SCRI, SCH, and UW
community to hear about the
outside scholar's work while also
conducting meetings to make
progress on collaborative ideas
and/or learn new methods. Visits
prioritize the visiting scholar’s
time with fellows/trainees and
advancing DEI in the Center.
Currently the program can
support up to 2 visiting scholars
per year and the inaugural
visiting scholar visit took place
in Fall 2022.

20



\ Meet the Team:
Research Bioethics
Consultation Service

Director - Katie Porter, JD, MPH

Coordinator - Devan Duenas, MA

Consultants -

Stephanie Kraft, JD

Kate MacDuffie, PhD, MA

Elliott Weiss, MD, MSME

Ben Wilfond, MD

21



The dream of imminent breakthroughs in the diagnosis and treatment of
pediatric disease is an integral part of the pediatric practice and a source of
hope for patients, families, clinicians, researchers, and the public.

The history of innovation in pediatrics offers examples of amazing successes.
Breakthroughs offer new ways of understanding and treating disease, and
advance hope of dramatic improvement, treatments, or cure where none
existed before. This history is also riddled with failures and mistaken
assumptions about the promise of breakthroughs. Breakthroughs can also
raise significant ethical questions, including questions about access and
allocation, risk, choice, and personhood. While promoted as solutions,
breakthroughs may also lead to initially unappreciated harms, and unmask
disparities, inequities, and bias within pediatrics.

This year’s conference will include discussions of lessons that can be learned
from past breakthroughs along with a careful examination of the ethical
challenges that arise or are likely to arise from current and future
breakthroughs.

The 17** Annual Pediatric Bioethics Conference wrestled with questions such as:

= What is the relationship = What is the role of health care
between innovation and providers as gatekeepers of
research? breakthrough medical

= When does a breakthrough technology?
become standard care? = What ethical questions do artificial

= What is the meaning of hope in intelligence and machine learning
the face of unproven therapies? raise for pediatrics?

= Are moral enhancements =  What limits should be placed on

medical treatments? medical innovation?
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» 15" Annual Treuman Katz Lectureship, October 17, 2021

Reshma Jagsi, MD, D.Phil

Dr. Reshma Jagsi is a Newman Family
Professor and Deputy Chair in the
Department of Radiation Oncology and
Director of the Center for Bioethics and
Social Sciences in Medicine at the
University of Michigan.

As a scholar whose research has long focused on
understanding the mechanisms leading to
inequity in the medical profession, Dr. Reshma
Jagsi will begin by providing an overview of the
patterns of women's participation in the
profession of medicine. She will then describe
studies led by her team and others that have
investigated the drivers of women's persistent
under-representation among the leaders of the
medical profession, even in an era when half of
all medical students are female. These include
myriad complex challenges, including
gendered expectations, unconscious bias, and
overt discrimination and harassment. She will
conclude by discussing innovative interventions
that have been implemented to begin the
process of cultural transformation in medicine.

> Sconyers/Godfrey Bioethics Grand Rounds, February 10, 2022

Yolonda Wilson PhD

Yolonda Yvette Wilson is Associate
Professor of Health Care Ethics at Saint
Louis University, with additional
appointments in the Departments of
Philosophy and African American
Studies.

@ 121 Attendees

Brief Outline of Talk:

In her case commentary Dr. Wilson
highlighted her scholarship applying
some of the theoretical tools provided by
intersectionality’s intellectual approach

(how race, gender, and other social
identities converge in order to create
unigue forms of oppression) to the clinical
environment. Such an approach offers the
opportunity for additional ethical insights
and guidance.




Program Member Highlights

The Bioethics and Palliative Care Program is comprised of
53 members. Each member highlighted a personal
accomplishment achieved during Fiscal Year 2022 (FY22 -
October 1, 2021 through September 30, 2022).

Division listed is part of Department of Pediatics*

Anne Anderson, BSN, RN, CHPPN
Nurse Coordinator
Palliative Care Clinical Service

Courageous Parents Network, 2022 Margaret S. Lindsay
Courageous Provider Award.

Abril Beretta, BS
Clinical Research Coordinator |
Treuman Katz Center

Joined Treuman Katz Center In 2022.

Emily Berkman, MD, MA

Assistant Professor, Division of Bioethics & Palliative Care*
Assistant Professor, Division of Critical Care Medicine*
Principal Investigator, Treuman Katz Center

Gave Grand Rounds on Ethics of Obesity In Pediatric Transplant In
September 2022.
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Jori Bogetz, MD
Assistant Professor, Division of Bioethics & Palliative Care*
Principal Investigator, Treuman Katz Center

Director of Pediatric Quality Improvement, UW Cambia Palliative
Care Center of Excellence

Elected as member at large In the Roundtable on Quality Care for
People with Serious lllness at the National Academies Sciences
Engineering Medicine (NASEM).

Jonna Clark, MD, MA

Associate Professor, Division of Critical Care Medicine*
Associate Professor, Division of Bioethics & Palliative Care*
Principal Investigator, Treuman Katz Center

Published two chapters on End of Life Decision-Making and Do Not
Resuscitate Orders in the textbook: Professional, Ethical, Legal and
Educational Lessons in Medicine: A Problem Based Learning
Approach.

CPT (P) Yasmin Curtis, MD
Fellow, Palliative Care

Started Palliative Care fellowship in 2022.

Hannah Deming, MD
Fellow, Palliative Care

Started Palliative Care fellowship in 2022.
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Douglas Diekema, MD, MPH

Co-Director of Ethics Fellowship, Division of Bioethics & Palliative Care
Co-Director of Education, Treuman Katz Center

Professor, Division of Bioethics & Palliative Care*

Professor, Division of Emergency Medicine Professor*

Principal Investigator, Treuman Katz Center

Appointed Medical Editor, American Board of Pediatrics, Pediatric
Emergency Medicine Sub-board

Denise Dudzinski, PhD, MTS, HEC-C

Director, Organizational Ethics, Seattle Children’s

Professor, Division of Bioethics & Palliative Care*

Professor, Department of Bioethics and Humanities

Principal Investigator, Treuman Katz Center

Chief, UW Medicine Ethics Consultation Service

Faculty, Center for Surgical Ethics, Department of Surgery, UW School of
Medicine

Serves on the American Society for Bioethics (ASBH) Task Force to Update the
Core Competencies in Healthcare Ethics Consultation, Third Edition.

Devan Duenas, MA
Clinical Research Coordinator Il
Treuman Katz Center for Pediatric Bioethics

Published as *t author and co-authored five other research
publications.

Nic Dundas, MPH
Clinical Research Coordinator Il
Treuman Katz Center

Speaker at Seattle Children's Science Insights Day Lightning Talk.
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April Endsley, CMA
Senior Administrative Assistant
Bioethics & Palliative Care Program

Designed the logo and successfully completed the website build for
the NWPPCC.

Katherine Gentry, MD, MA

Associate Professor, Department of Anesthesiology & Pain Medicine
Associate Professor, Division of Bioethics & Palliative Care*

Principal Investigator, Treuman Katz Center

Medical Director, Pre-Anesthesia Surgical Services (PASS) Clinic

Designated as the Education Lead within the Department of Anesthesiology's
Equity, Diversity, and Inclusion council. Developing and implementing brand-
new EDI curriculum for the University of Washington Anesthesiology residency
program. Selected to be an EDI peer trainer for the University of Washington
School of Medicine.

Ross Hays, MD,
Professor Emeritus, Division of Bioethics & Palliative Care*
Attending Physician, Palliative Care

Elizabeth Julian, MSW, LICSW
Inpatient Supervisor
Palliative Care Clinical Service

Successfully completed the Palliative Care Graduate Certificate
program.
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Jennifer Kett, MD, MA

Interim Chief, Division of Bioethics & Palliative Care*
Associate Professor, Division of Bioethics & Palliative Care*
Principal Investigator, Treuman Katz Center

Successfully took medical and parental leave in order to manage a
complicated pregnancy and premature delivery.

Brennan Kim, MD
Fellow, Bioethics
Fellow, Neonatal Perinatal Medicine

Started bioethics fellowship in 2022.

Dan Kim, MD
Fellow, Bioethics
Fellow, Pediatric Critical Care

Started bioethics fellowship in 2022.

Kristi Klee, DNP, MA, RN, CPHQ

Director, Clinical Nursing Quality & Safety
Center Member, Treuman Katz Center
Co-Leader, Nursing Bioethics Liaison Program

Awarded the March of Dimes, Washington Heroes in Action,
Distinguished Nurse of the Year.
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Stephanie Kraft, JD

Assistant Professor, Division of Bioethics & Palliative Care*
Director of Research, Treuman Katz Center

Principal Investigator, Treuman Katz Center

Awarded an NIH grant to examine community perspectives about
artificial intelligence-enabled mobile health tools and develop a
resource to guide ethical and equitable development of such tools.

Leah Kroon, MA, MN, RN, CPHON

Vice Chair, Hospital Ethics Committee

Nursing Practice Specialist, Cancer and Blood Disorder, Infusion
Services

Center Member, Treuman Katz Center

Co-Leader, Nursing Bioethics Liaison Program

Nominee for David Fisher Patient Safety Award.

Brittany Lee, MD, MA

Attending Physician, Cancer and Blood Disorders Center
Clinician Researcher, Division of Hematology/Oncology*
Attending Consultant, Bioethics Consult Service

Graduated from Pediatric Hematology/Oncology and Clinical
Bioethics Fellowships at Seattle Children's Hospital and earned a
Master of Arts in Bioethics and Humanities at University of
Washington.

Colleen Lee, BA
Center Business Manager
Treuman Katz Center

Started as the Manager of the Treuman Katz Center in July 2022.
Served a 2" term as the Principal Chair of the Asian Inclusion
Network at Seattle Children'’s.
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Mithya Lewis-Newby, MD, MPH

Chair, Hospital Ethics Committee

Associate Professor, Division of Bioethics & Palliative Care*
Associate Professor, Division of Critical Care Medicine*
Principal Investigator, Treuman Katz Center

Elected as a member of the Society of Critical Care Medicine Ethics
Committee.

Kimi Liekweg, MD
Clinical Assistant Professor, Division of Bioethics & Palliative Care*

Appointed Medical Director of the Carousel Program through
Providence Hospice and Home Care of Snohomish County.

Allison Lyle, MD, MA
Fellow, Bioethics
Fellow, Neonatal-Perinatal Medicine

Currently, Allison serves as the AAP Section on Pediatric Trainees
Liaison to the Section on Bioethics and is an Editor for the AAP
Pediatric Resident Ethics Curriculum. She is also Co-Director of the
AAP Trainee and Early Career Neonatologist (TECaN) Ethics special
interest group.

Kate MacDuffie, PhD, MA
Assistant Professor, Division of Bioethics and Palliative Care*
Principal Investigator, Treuman Katz Center

Joined the faculty as Assistant Professor in September 2022.
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Annie McDermott, RN, MN, ARNP
Nurse Practitioner
Palliative Care Clinical Service

Started the Graduate Certificate Program in Palliative Care at the
University of Washington.

Macallagh McEvoy, RN, MN, ARNP
Nurse Practitioner
Palliative Care Clinical Service

Presented at the Montreal International Congress in Palliative Care,
Oct 2022

Paula McPoland, MD

Fellowship Track Director, Pediatrics Hospice & Palliative Care
Medicine

Assistant Professor, Division of Bioethics & Palliative Care*
Assistant Professor, Department of Anesthesia & Pain Medicine
Associate Director, Hospice and Palliative Medicine Fellowship

Continued to grow and expand the Hospice and Palliative Medicine
Fellowship.

Roberto Montenegro, MD, PhD

Assistant Professor, Department of Psychiatry & Behavioral Medicine
Assistant Professor, Division of Bioethics & Palliative Care*

Principal Investigator, Treuman Katz Center

Successfully completed first year of research with the National Board of
Medical Examiners and AuCode Computer Sciences to utilize Natural
Language Processing (NLP) computer science strategies to examine how
racial bias is propagated through medical text (exams, lecture materials,
etc.) in medical training.
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Prisca Nakuya, MSW, LICSW
Palliative Care Consultant
Palliative Care Clinical Service

Completed the Social Work Licensing exam and is now a licensed
clinical independent social worker.

Melanie Neff, MSW, LICSW
Palliative Care Consultant
Palliative Care Clinical Service

Completed UW Palliative Care Training Center Certificate program.

Douglas Opel, MD, MPH

Interim Center Director, Treuman Katz Center
Professor, Division of Bioethics & Palliative Care*
Principal Investigator, Treuman Katz Center

Completed service on the VVaccine Confidence Subcommittee of the
National Vaccine Advisory Committee at the US Department of
Health and Human Services, which culminated in a report to the US
Assistant Secretary of Health.

Ellie Oslin, BA
Clinical Research Coordinator I
Treuman Katz Center

Promoted to a Clinical Research Coordinator Il after six months at
Seattle Children’s.

33



Dawn Marie Pares, BA
Program Coordinator Il
Bioethics & Palliative Care Program

Became part of the White Ally Anti-Racist Caucus Leadership
Committee.

Arika Patneaude, MSW, LICSW, APHSW-C
Administrator, Division of Bioethics & Palliative Care*
Director, Bioethics & Palliative Care

Center Member, Treuman Katz Center

Completed the Advanced Training in Healthcare Ethics (ATHE)
certificate program through UW School of Medicine Department of
Bioethics & Humanities.

Debbie Poon, BA
Senior Administrative Assistant
Treuman Katz Center

Coordinated the first in person grand rounds and conference for the
Treuman Katz Center after the pandemic restrictions were lifted.

Katie Porter, JD, MPH
Clinical Research Scientist, Treuman Katz Center
Director, Research Bioethics Consultation Service

Became course instructor for Research Ethics and Regulation, a
required course in the Bioethics Master's Program through the
University of Washington Department of Bioethics and Humanities.
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Eileen Rhee, MD, MS

Associate Professor, Division of Bioethics & Palliative Care
Associate Professor, Division of Pediatric Critical Care Medicine
Associate Program Director for PCCM Fellowship

Promoted to Associate Professor in Academic Clinician track:
selected for the Physician Leadership Development Program at
SCH; co-launched 2 different communication workshops — one at
SCH for PCCM APPs with Jonna Clark and Alisa Van Cleave and one
for a national bootcamp program for PCCM fellows.

Jeff Sconyers, JD

Teaching Professor Emeritus, Department of Health Systems and
Population Health

Adjunct Professor, Division of Pediatrics

Center Member, Treuman Katz Center

Appointed to 3-year term on the King County Board of Health as a
community stakeholder.

Sharee Smith, BS
Program Coordinator Il
Bioethics & Palliative Care Program

Invited to support the BRIM pilot project with Roberto Montenegro
and Ellie Oslin which ended with great success and outcomes for
greater opportunities for faculty.

Heather Spielvogle, PhD
Research Manager
Treuman Katz Center

Presented at the Pediatrics Academic Society Annual Conference.
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Kathryn Stephenson, MD
Fellow, Bioethics
Fellow, Gastroenterology

Started bioethics fellowship in 2022.

Amy Trowbridge, MD

Director of Education, Division of Bioethics & Palliative Care
Assistant Professor, Division of Bioethics & Palliative Care*
Principal Investigator, Treuman Katz Center

Co- launched the Network of Pediatric Palliative Care Educators
(NPPCE). NPPCE's mission is access to and quality of interprofessional
pediatric palliative care education through a community for
collaboration and dissemination of educational best practices,
research, and resources. So far, NPPCE has over 450 members!

Alisa Van Cleave, MD
Clinical Associate Professor, Division of Bioethics & Palliative Care*
Clinical Associate Professor, Division of Critical Care Medicine*

Along with BE/PC colleagues Dr. Jonna Clark and Dr. Eileen Rhee,
implemented a 2-day simulation-based Difficult Communication
Workshop (based on Vital Talk curriculum) for our Pediatric Critical
Care APP group, which will recur on an annual basis.

Holly Hoa Vo, MD, MPH, MSc, MA

Assistant Professor, Division of Bioethics & Palliative Care *
Assistant Professor, Division of Pediatric Pulmonary & Sleep
Medicine*

Principal Investigator, Treuman Katz Center

Awardee of Seattle Children's Center for Clinical and Translational
Research Pediatric Pilot Funds Program.
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Elliott Weiss, MD, MSME
Associate Professor, Division of Neonatology
Principal Investigator, Treuman Katz Center

Promoted to Associate Professor of Pediatrics.

Aaron Wightman

Quality Director, Bioethics

Associate Fellowship Director, Bioethics

Co-Director of Education, Treuman Katz Center

Associate Professor, Division of Bioethics & Palliative Care*

Associate Professor, Division of Nephrology*

Adjunct Associate Professor, Department of Bioethics and Humanities
Principal Investigator, Treuman Katz Center

Co-organized the summer bioethics conference.

Benjamin Wilfond, MD

Professor, Division of Bioethics & Palliative Care*
Professor, Division of Pulmonary & Sleep Medicine*
Principal Investigator, Treuman Katz Center

Received an honorary degree and was the commencement speaker
at Muhlenberg College on May 22, 2022. He graduated from
Muhlenberg in 1981.

Kirsten Wilhelm, MD
Fellow, Bioethics
Senior Resident, Pediatric Neurology

Became a senior bioethics fellow.
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Joon-Ho Yu, PhD, MPH

Research Assistant Professor, Division of Genetic Medicine
Research Assistant Professor, Division of Bioethics & Palliative Care*
Center Member, Treuman Katz Center for Pediatric Bioethics
Associate Director, Institute for Public Health Genetics

Became Associate Director of the Institute for Public Health
Genetics and Adjunct Assistant Research Professor in the

Department of Epidemiology, University of Washington School of
Public Health.

Haley Zetterberg, RN, BSN
Palliative Care Consultant
Palliative Care Clinical Service

Joined the Palliative Care Team in 2022.

38



Looking Forward @

As we look forward, we remain focused on delivering world-class clinical care,
education/training, and scholarship in Pediatric Bioethics and Pediatric Palliative Care. We
plan to continue to do so with an intense focus on health equity, and to continue to be
leaders in our fields in this regard. Our strength is our people—and we have an incredible
team. We look forward to another year of growing together, helping team members to
achieve their goals, and advancing our mission and the missions of the organizations that
we serve.

Appreciations

We are appreciative of the ongoing support we have received from Seattle
Children’s Hospital, The University of Washington Department of Pediatrics, The
Seattle Children’s Research Institute, and The Bioethics and Palliative Care
Advisory Council. We greatly appreciate our collaboration with the Department of
Bioethics and Humanities. We are also deeply grateful for the philanthropic
support we have received, particularly from Treuman Katz, Debra Godfrey, Jeff
Sconyers, Barbara, and Eric Mann, as well as two Seattle Children’s Hospital Guilds:
Susannah White’s Three Feet of Sunshine and Gavin’s Gift. We are thankful to
Simon Pritikin and Monica Long from the Seattle Children’s Foundation for their
continued partnership and support.

This annual report was made possible through the expertise, hard work, creativity,
and diligence of our incredible Administrative Staff. Our most sincere thanks to
April Endsley and Debbie Poon for their amazing work on this project. We are also
grateful to Colleen Lee for her contributions as Center Business Manager. We
deeply appreciate Arika Patneaude, Director of Bioethics and Palliative Care, for
shepherding this project from idea to final concept.
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Appendix: Complete List of Publications

Current Program Members’ Publications FY 22
Anne Anderson, RN, BSN

1: Bogetz JF, Anderson A, Holland M, Macauley R. Pediatric Hospice and Palliative Care
Services and Needs Across the Northwest United States. J Pain Symptom Manage.
2022 Jul:64(1):e7-e14. doi: 10.1016/j.jpainsymman.2022.02.015. Epub 2022 Feb 19.
PMID: 35192876.

Emily Berkman, MD, MA

1: Thompson AD, Berkman ER, Simmons S, Porter KM, Kroon L, Goldman R,
Ramasamy RS. Ethical Considerations in Balancing Use of Seclusion and Restraint
With Risk of COVID-19 Exposure: Recommendations for Youth Inpatient Psychiatry
Units. J Am Acad Child Adolesc Psychiatry. 2022 Apr 29: SO890-8567(22)00246-5.
doi: 10.1016/j.jaac.2022.04.016. Online ahead of print. PMID: 35513190

2: Berkman E, Brown E, Scott M, Adiele A. Racism in child welfare: Ethical
considerations of harm. Bioethics. 2022 Mar;36(3):298-304. doi: 10.1111/bioce.12993.
Epub 2022 Jan 19. PMID: 35045196.

3: Berkman ER, Richardson KL, Clark JD, Dick AAS, Lewis-Newby M, Diekema DS,
Wightman AG. An ethical analysis of obesity as a contraindication of pediatric
kidney transplant candidacy. Pediatr Nephrol. 2022 Apr 29. doi: 10.1007/s00467-
022-05572-8. Epub ahead of print. PMID: 35488137.

4: Clark JD, Baden HP, Berkman ER, Bourget E, Brogan TV, Di Gennaro JL, Doorenbos
AZ, McMullan DM, Roberts JS, Turnbull IM, Wilfond BS, Lewis-Newby M; Seattle
Ethics in ECLS (SEE) Consortium. Ethical Considerations in Ever-Expanding
Utilization of ECLS: A Research Agenda. Front Pediatr. 2022 May 19;10:896232. doi:
10.3389/fped.2022.896232. PMID: 35664885; PMCID: PMC9160718.

5. Berkman E, Clark J, Diekema D, Jecker NS. A world away and here at home: a
prioritisation framework for US international patient programmes. J Med Ethics.
2022 Aug;48(8):557-565. doi: 10.1136/medethics-2020-106772. Epub 2021 Mar 22.
PMID: 33753472.

6: Chiotos K, Blumenthal J, Boguniewicz J, Palazzi DL, Stalets EL, Rubens JH, Tamma
PD, Cabler SS, Newland J, Crandall H, Berkman E, Kavanagh RP, Stinson HR,
Gerber JS. Antibiotic indications and appropriateness in the pediatric intensive
care unit: a ten-center point prevalence study. Clin Infect Dis. 2022 Sep 1.ciacc98.
doi: 10.1093/cid/ciac698. Epub ahead of print. PMID: 36048543.

7: Lewis-Newby M, Berkman E, Diekema D, Clark J. Heroics at the End of Life in
Pediatric Cardiac Intensive Care: The Role of the Intensivist in Supporting Ethical
Decisions around Innovative Surgical Interventions. Ethics in Biology, Engineering
and Medicine: An International Journal 2021.
DOI:10.1615/EthicsBiologyEngMed.2021041108.
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8: Lewis-Newby M, Berkman E, Diekema DS. Ethics in Pediatric Intensive Care. In
Fuhrman & Zimmerman's Pediatric Critical Care, 6th Edition. Editors: Zimmerman
JJ, Rotta AT. Philadelphia, PA: Elsevier, 2021:144-153.

Jori Bogetz, MD

1: Bogetz JF, Boss RD, Lemmon ME. Communicating With Families of Children With
Severe Neurological Impairment. J Pain Symptom Manage. 2022 Feb;63(2): e264-
€266. doi: 10.1016/j jpainsymman.2021.10.012. Epub 2021 Nov 10. PMID: 34767920;
PMCID: PMC9624372.

2: Morris EL, Hauer J, Bogetz JF. Asset-Based Health Care for Children With Severe
Neurologic Impairment. Pediatrics. 2022 Sep 1;150(3): €2021055654. doi:
10.1542/peds.2021 055654. PMID: 35922560.

3: Bogetz JF, Trowbridge A, Lewis H, Jonas D, Hauer J, Rosenberg AR. Forming
Clinician Parent Therapeutic Alliance for Children With Severe Neurologic
Impairment. Hosp Pediatr. 2022 Mar 1:12(3):282-292. doi: 10.1542/hpeds.2021-006316.
PMID: 35141756.

4: Jonas D, Scanlon C, Bogetz JF. Parental Decision-Making for Children With Medical
Complexity: An Integrated Literature Review. J Pain Symptom Manage. 2022
Jan;63(1): e111 €123. doi: 10.1016/j.jpainsymman.2021.07.029. Epub 2021 Aug 29. PMID:
34363953,

5: Bogetz JF, Trowbridge A, Lewis H, Shipman KJ, Jonas D, Hauer J, Rosenberg AR.
Parents Are the Experts: A Qualitative Study of the Experiences of Parents of
Children With Severe Neurological Impairment During Decision-Making. J Pain
Symptom Manage. 2021 Dec;62(6):1117-1125. doi: 10.1016/j.jpainsymman.2021.06.011.
Epub 2021 Jun 17. PMID: 34147578; PMCID: PMC8648906.

6: Bogetz JF, Trowbridge A, Jonas D, Root MC, Mullin J, Hauer J. The Impact of Caring
for Children With Severe Neurological Impairment on Clinicians. Clin Pediatr
(Phila). 2022 Oct;61(10):707-716. doi: 10.1177/00099228221099135. Epub 2022 May 24.
PMID: 35610773.

7: Bogetz J, Trowbridge A, Kingsley J, Taylor M, Wiener L, Rosenberg AR, Barton KS.
Stuck Moments and Silver-Linings: The Spectrum of Adaptation Among Non-
Bereaved and Bereaved Parents of Adolescents and Young Adults With Advanced
Cancer. J Pain Symptom Manage. 2021 Oct;62(4):709-719. doi:
10.1016/j.jpainsymman.2021.03.015. Epub 2021 Mar 26. PMID: 33775813; PMCID:
PMC8464607.

8: Bogetz JF, Revette A, Partin L, DeCourcey DD. Relationships and Resources
Supporting Children With Serious lliness and Their Parents. Hosp Pediatr. 2022
Sep 1;12(9):832-842. doi: 10.1542/hpeds.2022-006596. PMID: 35945359,

9: Bogetz JF, Munjapara V, Henderson CM, Raisanen JC, Jabre NA, Shipman KJ,
Wilfond BS, Boss RD. Home mechanical ventilation for children with severe
neurological impairment: Parents' perspectives on clinician counselling. Dev Med
Child Neurol. 2022 Jul;64(7):840-846. doi: 10.1111/dmcn.15151. Epub 2022 Jan 26.
PMID: 35080259.

10: Bogetz JF, Johnston E, Ananth P, Patneaude A; Cambia Advisory Workgroup,
Thienprayoon R, Rosenberg AR. Survey of Pediatric Palliative Care Quality
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Improvement Training, Activities, and Barriers. J Pain Symptom Manage. 2022
Sep;64(3):e123-e131. doi: 10.1016/j.jpainsymman.2022.04.182. Epub 2022 May 14.
PMID: 35577143.

11: Bogetz JF, Anderson A, Holland M, Macauley R. Pediatric Hospice and Palliative
Care Services and Needs Across the Northwest United States. J Pain Symptom
Manage. 2022 Jul:64(1):e7-e14. doi: 10.1016/j.jpainsymman.2022.02.015. Epub 2022
Feb 19. PMID: 35192876.

12: Kingsley J, Taylor M, Bogetz JF, Trowbridge A, Rosenberg AR, Barton KS. Grief
Trajectories of Bereaved Parents of Adolescents and Young Adults With Advanced
Cancer: A Qualitative Analysis Using Phenomenology. Omega (Westport). 2022

May 15:302228221101705. doi: 10.1177/00302228221101705. Epub ahead of print. PMID:

35575201.

13: Bogetz JF, Revette A, DeCourcey D. Bereaved Parent Perspectives on the Benefits
and Burdens of Technology Assistance among Children with Complex Chronic
Conditions. J Palliat Med. 2022 Feb;25(2):250-258. doi: 10.1089/jpm.2021.0221. Epub
2021 Oct 7. PMID: 34618616, PMCID: PMC8861906.

14: Bogetz JF, Lewis H, Trowbridge A, Jonas D, Hauer J, Wilfond BS. From
Monochromatic to Technicolor: Parent Perspectives on Challenges and
Approaches to Seeing Children with Severe Neurological Impairment Holistically. J
Palliat Med. 2022 Mar;25(3):437-444. doi: 10.1089/jpm.2021.0344. Epub 2021 Sep 22.
PMID: 34551279

15: Lewis H, Trowbridge A, Jonas D, Rosenberg AR, Bogetz JF. A Qualitative Study of
Clinicians and Parents of Children with Severe Neurological Impairment on Tools
to Support Family Centered Care. J Palliat Med. 2022 Sep;25(9):1338-1344. doi:
10.1089/jpm.2021.0579. Epub 2022 May 20. PMID: 35593900; PMCID: PMC9639233.

16: Bogetz JF, Revette A, DeCourcey D. Bereaved Parent Perspectives on the Benefits
and Burdens of Technology Assistance among Children with Complex Chronic
Conditions. J Palliat Med. 2022 Feb;25(2):250-258. doi: 10.1089/jpm.2021.0221. Epub
2021 Oct 7. PMID: 34618616, PMCID: PMC8861906.

Jonna Clark, MD, MA

1: Killien EY, Loftis LL, Clark ID, Muszynski JA, Rissmiller BJ, Singleton MN, White BR,
Zimmerman JJ, Maddux AB, Pinto NP, Fink EL, Watson RS, Smith M, Ringwood M,
Graham RJ; POST-PICU and PICU-COS Investigators of the Pediatric Acute Lung
Injury and Sepsis Investigators and the Eunice Kennedy Shriver National Institute
of Child Health and Human Development Collaborative Pediatric Critical Care
Research Networks. Health-related quality of life outcome measures for children
surviving critical care: a scoping review. Qual Life Res. 2021 Dec;30(12):3383-3394.
doi: 10.1007/s11136-021-02928-9. Epub 2021 Jun 29. PMID: 34185224; PMCID:
PMC9116894.

2: Sawyer KE, Kraft SA, Wightman AG, Clark ID. Pediatric Death by Neurologic Criteria:
The Ever-Changing Landscape and the Expanding Role of Palliative Care
Professionals. J Pain Symptom Manage. 2021 Nov;62(5):1079-1085. doi:
10.1016/j.jpainsymman.2021.04.026. Epub 2021 May 11. PMID: 33984463.
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3: Clark 3D, Baden HP, Berkman ER, Bourget E, Brogan TV, Di Gennaro JL, Doorenbos
AZ, McMullan DM, Roberts JS, Turnbull IM, Wilfond BS, Lewis-Newby M; Seattle
Ethics in ECLS (SEE) Consortium. Ethical Considerations in Ever- Expanding
Utilization of ECLS: A Research Agenda. Front Pediatr. 2022 May 19;10:896232. doi:
10.3389/fped.2022.896232. PMID: 35664885; PMCID: PMC9160718.

4: Berkman ER, Richardson KL, Clark JID, Dick AAS, Lewis-Newby M, Diekema DS,
Wightman AG. An ethical analysis of obesity as a contraindication of pediatric
kidney transplant candidacy. Pediatr Nephrol. 2022 Apr 29. doi: 10.1007/s00467 -
022-05572-8. Epub ahead of print. PMID: 35488137.
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