
BUILDING BRIDGES:
ADVANCING FAMILY CAREGIVING

RESEARCH ACROSS THE LIFESPAN

SECOND NATIONAL CONFERENCE ON CAREGIVING RESEARCH

September 30 - October 1 ,  2022



Excited about the conference? Share your enthusiasm on social media and tag #BBPGH22 

TABLE OF CONTENTS

WELCOME LETTER .............................................1 
AGENDA ...............................................................2 
KEYNOTE AND FEATURED SPEAKERS .............13 
SCIENTIFIC PLANNING COMMITTEE ...............28 
CONFERENCE TEAM .........................................38 
FEATURED ABSTRACTS ....................................42 
ABSTRACTS ........................................................54 
ATTENDEE LIST ..............................................106 
ABSTRACT INDEX ............................................112 



 
 

Excited about the conference? Share your enthusiasm on social media and tag #BBPGH22 
 

 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Welcome to the City of Bridges!  
 

We have over 400 bridges here in Pittsburgh, spanning rivers and hollows, connecting people 
and communities who would otherwise remain apart. So what better place to host a 
conference designed to foster collaborations among scholars from diverse disciplines and 
caregiving contexts and to forge important connections across caregiving research, policy, and 
practice? 
 

We thank you for sharing your work, time, and expertise with us. It is an incredible privilege 
to be able to bring so many researchers, clinicians, advocates, and scholars-in-training 
together to focus exclusively on ways to improve support for family caregivers. This could not 
have been possible without the guidance of our Scientific Planning Committee, and the hard 
work of our amazing Conference Planning Team. We are very thankful to the many sponsors 
who made this novel gathering possible. 
 

This conference is one of multiple projects within the University of Pittsburgh’s National 
Rehabilitation and Training Center (RRTC) on Family Support funded by the Administration 
for Community Living/National Institute for Disability, Independent Living and 
Rehabilitation Research (ACL/NIDILRR). We value ACL/NIDILRR’s commitment to funding 
the first RRTCs focused on family caregiving. 
 

We come together at an exciting time - just one week after the release of the RAISE Family 
Advisory Council’s National Strategy. Our hope is that the growing community of individuals 
and institutions represented here will lead the way on this National Strategy by building new 
bridges to connect caregiving research, policy, and practice and create meaningful, lasting 
change to family support systems. 
 

We wish you an enjoyable, memorable, and productive conference, 
 

Heidi Donovan 
Conference Chair & Co-Director  
On behalf of the entire National RRTC on Family Support at the University of Pittsburgh 
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Conference Agenda 

 
 
 
 

Conference Agenda Day One 
Friday, September 30, 2022 

7:00 AM Registration and Breakfast 
7:55 AM Welcome to the Conference 

 

Heidi Donovan, PhD, RN, Conference Chair 
Co-Director, National RRTC on Family Support 
Professor of Nursing and Medicine 
University of Pittsburgh 
Co-Founder and Director, Family CARE Center at Magee-Womens Hospital 
University of Pittsburgh Medical Center 

8:00 AM Introduction to the conference through the lens of IOM+6 
Richard Schulz, PhD 
Chair, Advisory Board for the National RRTC on Family Support 
Distinguished Service Professor of Psychiatry, Emeritus  
Director Emeritus, University Center for Social and Urban Research 
University of Pittsburgh 

Session Synopsis:  
It has been 6 years since the landmark Institute of Medicine report on the state of 
family caregiving in America. The report recommended specific strategies to address 
the health, economic, and social issues facing family caregivers of older Americans. Dr. 
Schulz will make some brief comments on significant changes that have occurred in the 
last 6 years. 

8:15 AM Session One: Caregiving as a Public Health Priority 
Featured Speaker: 
Courtney Van Houtven, PhD 
Professor, Department of Population Health Science, Duke University School of 
Medicine and Duke-Margolis Center for Health Policy 
Research Scientist, Health Services Research and Development in Primary Care  
at the Durham Veteran’s Administration 
Moderator: 
Richard Schulz  

Session Synopsis:  
Currently, family caregiving is treated as a private health issue, leading to 
consequences that remain unaddressed by the public health system. This presentation 
will define public health to demonstrate that family caregiving is a public health issue. 
Then, risk factors and consequences of family caregiving that could be addressed by 
the U.S. public health system will be contrasted with the ways in which they are not 
addressed by private health systems, employers, and policies. 
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Friday, September 30, 2022 (continued) 
9:00 AM Stretch Break 
9:10 AM Session Two: Understudied Caregiver Populations 

Featured Speakers: 
Ann-Marie Rosland, MD, MS 
Associate Professor of Internal Medicine, University of Pittsburgh 
Director, Caring for Complex Chronic Conditions Research Center 
Core Investigator, VA Pittsburgh Center for Health Equity Research and Promotion 
Director, High Risk Network and Analytic Core, VA Office of Primary Care 

Ranak Trivedi, PhD 
Director of Caregiving and Family Systems, Stanford Center for Asian Health Research 
and Education (CARE) 
Assistant Professor, University Medical Line, Psychiatry and Behavioral Sciences 
Stanford University 
Moderator: 
Beth Fields, PhD, OTR/L, BCG  
Project PI, National RRTC on Family Support, University of Pittsburgh 
Assistant Professor, Department of Kinesiology 
University of Wisconsin-Madison 

Session Synopsis: 
It is critical to include historically understudied and marginalized populations in 
caregiving research, but researchers are not adequately trained to successfully engage 
these communities. Research methods and findings from two exemplar caregiver 
intervention studies will be presented along with lessons learned about barriers and 
facilitators to successfully engaging individuals from historically understudied or 
marginalized populations in research, from inception to dissemination. 

10:10 AM Coffee & Conversation 

10:40 AM Family Perspectives Panel 
Amber Thompson, Family Caregiver 
Founder and Principal Consultant, Leaders of Change 
Founder, de-bias 

11:10 AM Session 3: Featured Abstracts – Policy and Understudied Caregivers 
Katherine Miller, PhD – Comparison of State Policies on Caregiver Support 
Postdoctoral Researcher, Medical Ethics and Health Policy, University of Pennsylvania 
Associate Fellow, Leonard Davis Institute of Health Economics 

Michael Reese Wittke, BSW, MPA –Recognizing Caregiver Needs: A Policy 
Framework for Building Caregiver Support Through a Public Health Lens 
Vice President for Research & Advocacy, National Alliance for Caregiving 
Feylyn Lewis, PhD – ME-WE Project: Impact on Mental Health and Well-
Being Through Co-Production with European Adolescent Young Carers 
Program Manager, Vanderbilt University 
Moderator: 
John A. Harris, MD, MSc 
Assistant Professor of Obstetrics, Gynecology, and Reproductive Sciences, University of 
Pittsburgh School of Medicine 
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Friday, September 30, 2022 (continued) 

12:00 PM 
 

12:20 PM 
 
 

12:40 PM 

Buffet Lunch & Policy Panel Discussion 
 
Keynote Speaker: 
Senator Bob Casey 
 
Featured Panelists: 
Jennifer Olsen, Dr.P.H 
Executive Director, Rosalynn Carter Institute for Caregivers (RCI) 
 
Alan Stevens, PhD 
Vernon D. Holleman-Lewis M. Rampy Centennial Chair in Gerontology and  
Director, Center for Applied Health Research, Baylor Scott & White Health 
Professor of Medicine and Public Health at the Texas A&M Health Science Center 
 
Michael Reese Wittke, MPA 
Vice President, Policy & Advocacy, National Alliance for Caregiving 
Moderator: 
A. Everette James, JD, MBA 
Director, Health Policy Institute 
M. Allan Pond Professor, Health Policy and Management  
Associate Vice Chancellor for Health Policy and Planning, Schools of the Health Sciences 
University of Pittsburgh 

Session Synopsis: 
Senator Casey will present his legislative priorities related to caregiving, the work of 
the Special Committee on Aging, and the importance of caregiving research to inform 
policy. Following the presentation, Everette James will facilitate a discussion of the 
recently released 2022 National Strategy to Support Family Caregivers, as required by 
the Recognize, Assist, Include, Support and Engage (RAISE) Family Caregivers Act. 

1:30 PM Session 4: Cross-Cutting Assessment & Intervention 
Featured Speaker: 
Erin Kent, PhD 
Associate Professor and Chair, Department of Health Policy and Management 
Gillings School of Global Public Health 
University of North Carolina 
Moderator: 
Allison Applebaum, PhD 
Associate Attending Psychologist, Memorial Hospital for Cancer and Allied Diseases 
Associate Member, Memorial Sloan Kettering Cancer Center 
Director, Caregivers Clinic, Department of Psychiatry and Behavioral Sciences 

Session Synopsis:  
Many caregivers are caring for individuals with multiple chronic conditions. Finding 
commonality in caregiver assessments and interventions across specific diseases is 
critical for advancing the science of caregiver support. This presentation will 
synthesize cross-cutting issues in caregiving across serious illness and disability, 
discuss the general problem with funding siloes in caregiving research, provide 
examples of research partnerships across serious illness, and emphasize the benefits of 
viewing caregiving from a life course perspective. 
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Friday, September 30, 2022 (continued) 

2:00 PM Session 5: Value of Cross-Cutting Caregiving Research 
Featured Speakers: 
Scott Beach, PhD 
Co-Director, National RRTC on Family Support 
Director, Survey Research, University Center for Social and Urban Research 
University of Pittsburgh 

Esther Friedman, PhD 
Research Associate Professor 
Associate Director, Panel Study of Income Dynamics 
Survey Research Center, Institute for Social Research, University of Michigan 
Moderator: 
Allison Applebaum 

Session Synopsis: 
Existing regional and national datasets exist as a resource to advance research on 
caregiving across the life course, but these resources are not well-utilized. This 
presentation will describe a variety of public data sources for studying caregiving and 
disability over the life course and provide in-depth examples of how these datasets 
have been used to inform caregiving research and policy. Gaps in existing datasets and 
future directions for research will be discussed.  

2:45 PM Stretch Break / Hang Friday Posters 
 3:00 PM Session 6: Featured Abstracts – Cross-Cutting Analyses 

Niying Li, PhD – Beyond ADLs and IADLs: Improving Measurement of 
Caregiving Intensity 
Post-Doctoral Fellow, Pharmacotherapy Outcomes Research Center, College of 
Pharmacy, University of Utah 

Tara Klinedinst, PhD, MSOT – Understanding Participation Restriction in 
Mid-life Family Caregivers 
Assistant Professor, Department of Rehabilitation Sciences, College of Allied Health, 
The University of Oklahoma 

Kristin Litzelman, PhD – Interdependence of depressed mood in caregiver-
care recipient dyads: Moderation by health condition and relationship type 
Associate Professor, Human Development and Family Studies, Center for Demography 
of Health and Aging, University of Wisconsin-Madison 
Moderator: 
Scott Beach 

3:45 PM Stretch Break / Hang Friday Posters 
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Friday, September 30, 2022 (continued) 
4:00 PM Session 6: Already Toast: Caregiving and Burnout in America 

Keynote Speaker: 
Kate Washington, PhD 
Author, Already Toast: Caregiving and Burnout in America  
Moderator: 
Pamela Toto, PhD, OTR/L, BCG, FAOTA, FGSA 
Project PI; National RRTC on Family Support 
Professor of Occupational Therapy 
Director, Doctor of Clinical Science in Occupational Therapy Program  
University of Pittsburgh  

Session Synopsis: 
The demands facing family caregivers and the lack of practical and policy-based 
supports are not adequately represented in publications targeting the public. Kate 
Washington combines her academic training and personal experience as a spousal 
caregiver to highlight the time and labor demands of caregiving and the financial, 
psychosocial, and health impacts. She also brings recommendations for changes in 
policy and clinical practice that can better support caregivers, particularly in the 
context of the continuing pandemic. 

5:00 PM Day 1 Conference Summary  
Scott Beach, Heidi Donovan, and Bambang Parmanto 
Co-Directors, National RRTC on Family Support 

5:30 PM Poster Session and Reception 
Book Signing with Kate Washington 

8:00 PM End of Day One – Opportunity to hang Saturday a.m. posters 
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Conference Agenda Day Two 
Saturday, October 1, 2022 

7:00 AM Posters and Breakfast 
8:20 AM Welcome to Day Two 

Heidi Donovan 
Conference Chair 
Co-Director, National RRTC on Family Support, University of Pittsburgh 

8:30 AM Session One: Rising Star: The Future of Caregiving Research 
Featured Speaker: 
Sheria G. Robinson-Lane, PhD, RN 
Assistant Professor, Department of Systems, Populations and Leadership, University 
of Michigan School of Nursing 
Moderator: 
Heidi Donovan 

Session Synopsis: 
Significant disparities exist in the social, financial, and health outcomes of family 
caregivers—particularly family caregivers of 
persons with dementia. Equitable health outcomes can only occur 
after examining and responding to these disparities. This presentation will 
examine culturally-responsive and community engaged care practices that can 
adequately support families and improve equitable health outcomes for caregiver 
and the persons they support. 

9:10 AM Session Two: Technology-Supported Caregiver Interventions 
Featured Speakers: 
Sara Czaja, PhD 
Director, Center of Aging and Behavioral Medicine 
Professor of Gerontology  
Weill Cornell College of Medicine 

Bambang Parmanto, PhD 
Co-Director, National RRTC on Family Support 
Professor and Chair, Department of Health Information Management 
School of Health and Rehabilitation Sciences 
University of Pittsburgh 
Moderator: 
Alan Stevens, PhD 
Vernon D. Holleman-Lewis M. Rampy Centennial Chair in Gerontology and  
Director, Center for Applied Health Research, Baylor Scott & White Health 
Professor of Medicine and Public Health at the Texas A&M Health Science Center 

Session Synopsis: 
Technology plays an important role in supporting family caregivers, but gaps 
remain in policy, research, and system design. Rigorous research with diverse 
populations in diverse contexts is needed to identify the types of technology 
applications that best meet caregiver, patient, and provider needs. Presenters will 
provide an overview of the role of technology in supporting family caregivers and 
specific examples of technology-based caregiver intervention trials with a focus on 
mhealth applications. Challenges associated with implementing technology-based 
interventions and gaps in policy, research, and system design will be discussed.   
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Saturday, October 1, 2022 (continued) 
10:10 AM Posters, Coffee & Conversation 

10:40 AM Family Perspectives Panel 
Carolyn Tomko, Family Caregiver 
System Administrator, Software Engineering Institute 
Carnegie Mellon University 
Heather Tomko 
Outreach Coordinator, National RRTC on Family Support 
University of Pittsburgh 

11:10 AM Session 3: Featured Abstract: FACE-Rare – A technology supported palliative 
care intervention for children and families living with ultrarare diseases. 
Jessica D. Thompkins, BSN, RN, CPN  
Research Nurse Coordinator, Conway Nursing Research Scholar 
Children’s National Hospital 
Moderator: 
Grace Campbell, PhD, MSW, CRRN, FARN 
Project PI, National RRTC on Family Support, University of Pittsburgh 
Assistant Professor, Duquesne University School of Nursing 
Co-Founder, Family CARE Center , UPMC Magee Gynecologic Oncology  
Fellow, Betty Irene Moore Fellowship for Nurse Leaders and Innovators 

Session Synopsis: 
The palliative care needs of children living with ultrarare diseases and their carers 
are not well known. Family prioritized palliative care needs based on the Carer 
Support Needs Assessment Tool (CSNAT) process will be presented with results 
from beta testing of the FACE-Rare intervention with 7 families and pilot testing 
results from the modified FACE-Rare intervention with 30 child/ family dyads. 

11:30 AM Session 4: Equitable and Inclusive Design of Technologies to Support 
Caregivers 
Featured Speaker: 
Christina Harrington, PhD 
Assistant Professor, Human-Computer Interaction Institute 
Carnegie Mellon University 

Moderator: 
Ranak Trivedi, PhD 
Director of Caregiving and Family Systems, Stanford Center for Asian Health Research and 
Education (CARE) 
Assistant Professor, University Medical Line, Psychiatry and Behavioral Sciences 
Stanford University 

Session Synopsis: 
Equitable access to health technologies in the home is lacking and little is known 
about how to equip communities to address equity in access to health technologies 
to support caregiving and aging in place. This presentation will discuss inclusivity, 
how to consider minoritized older adults in the development of health technologies, 
and ways to incorporate equity/inclusivity in the design of technology systems. 
Inclusivity in the research practice itself and the ethics of technology system design 
will also be discussed. 
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Saturday, October 1, 2022 (continued) 

12:00 PM 
12:20 PM 

 
 
 
 

Buffet Lunch & Funding Panel Discussion 
Featured Panelists: 
Anne Ordway, PhD 
Program Specialist, National Institute on Disability, Independent Living and 
Rehabilitation Research (NIDILRR) 

Sarah Ruiz, PhD 
Senior Program Officer, Patient-Centered Outcomes Research Institute (PCORI) 

Ashley Wilder Smith, PhD, MPH 
Chief, Outcomes Research Branch, Healthcare Delivery Research Program, National 
Cancer Institute 

Heather M. Snyder, PhD 
Vice President, Medical & Scientific Relations, Alzheimer’s Association 

Rani E. Snyder, MPA  
Vice President of Programs, The John A. Hartford Foundation 
Moderator: 
Erin Kent 

Session Synopsis: 
Program officers from public and private funding agencies will present research 
priorities and opportunities to support family caregiving research.  

1:30 PM Session 4: Caregiving Across Transition 
Featured Speakers: 
Andrew McCormick, MD, FAAP 
Director, Healthy Transitions Center, Down Syndrome Center of Western PA 
Associate Professor of Pediatrics 
Paul C. Gaffney Division of Pediatric Hospital Medicine 
UPMC Children’s Hospital of Pittsburgh 

Jennifer Lingler, PhD, MA, CRNP, FAAN 
Professor and Vice Chair for Research 
Department of Health and Community Systems, School of Nursing 
Professor, Center for Bioethics and Health Law 
University of Pittsburgh 
Moderator: 
Justin Yu, MD, MS 
Assistant Professor, Department of Pediatrics, School of Medicine 
University of Pittsburgh 
Supportive Care Team Member at the Children's Hospital of Pittsburgh of UPMC 

Session Synopsis: 
Presentation 1: There is no widespread practice for individualized transition 
planning for adolescents/young adults with developmental disabilities and their 
family caregivers. This presentation will define the need for transition planning 
and share a framework for transition planning through the steps of Discovery, 
Tracking, Preparing, Planning, Transferring and Completing. A Transition Tool 
Kit will be shared as an exemplar of operationalizing transition planning. 
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Saturday, October 1, 2022 (continued) 
 Session 4: Caregiving Across Transition (continued) 

Presentation 2: Biomarker testing for Alzheimer’s disease is becoming more 
important, but the impact this has on caregivers and caregivers-to-be is not fully 
understood. This presentation will provide an overview of biomarker testing for 
Alzheimer’s disease (AD) and its significance as the field transitions from a 
syndromal to a biological definition of AD. The role of family care partners in 
patients’ decision making around biomarker testing will be discussed with 
emerging evidence on the impact of  AD biomarker testing on family care partners. 

2:30 PM Stretch Break 
2:40 PM Session 5: The Future of Caregiving Research 

Keynote Speaker: 
Joseph Gaugler, PhD 
Professor and Robert L. Kane Endowed Chair in Long-Term Care and Aging  
Director, Center for Health Aging and Innovation 
Director, BOLD Public Health Center of Excellence on Dementia Caregiving School 
of Public Health, University of Minnesota 
Moderator: 
Ann-Marie Rosland 

Session Synopsis: 
Effective dissemination and implementation strategies are needed for evidence-
based/ evidence informed programs that support caregivers across diverse 
contexts. This keynote presentation will summarize the state of the science of 
caregiving research, particularly for older adults, review gaps in the existing 
science, and present directions for future research to advance caregiving science. 

3:40 PM Session 6: Featured Abstracts – Emerging Issues 
Jooyoung Kong, MSW, PhD 
Childhood Abuse and Adult Relationships with Perpetrating Parents: Impacts on 
Depressive Symptoms of Caregivers of Aging Parents 
Assistant Professor, Sandra Rosenbaum School of Social Work 
University of Wisconsin-Madison 

Kristin Cloyes, PhD, MN, RN 
Comparing cancer survivors’ and their care partners’ audio diaries reflecting on 
stress and social support during the COVID-19 pandemic 
Elnora E. Thomson Distinguished Professor, Oregon Health & Science University 

Kim Whitmore, PhD, RN, CPN 
Advancing Respite by Building Bridges among Respite Researchers 
Assistant Professor, College of Nursing, Marquette University 

Kate Perepezko, PhD 
The Role of Caregivers in the Quality of Life of People with Parkinson’s Disease: A 
mixed methods study 
Postdoctoral Fellow, National RRTC on Family Support  
University of Pittsburgh 

Moderator: 
Tara Klinedinst 
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4:25 PM Abstract Awards  
Conference Wrap-Up and Future Planning 
Heidi Donovan & Beth Fields   
National RRTC on Family Support 

4:45 PM End of Conference 
 
Thank you for your active engagement in this 2nd biennial conference 
on caregiving research.  
 
We look forward to your feedback on the conference to guide future 
meetings.  
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Keynote Speakers 
 
 

Senator Bob Casey 
 
Senator Bob Casey is strong advocate for policies 
that will raise wages for the middle class and 
improve early learning opportunities and health 
care for children. Senator Casey serves on four 
committees, including the Finance Committee, 
the HELP Committee, and the Select Committee 
on Intelligence. He is also the Chairman of the 
Special Committee on Aging, where his agenda is 
focused on policies that support seniors and 
individuals with disabilities. Through his 
Committee work, Senator Casey continues to be 
the Senate’s leader on disability rights, leading a 
total of 19 disability policy bills in 2019 alone that 
covered education, health, employment, financial 
security, civil rights, disaster preparation and 
relief, veterans, and Social Security. He was the 

prime Senate sponsor of landmark legislation for individuals with disabilities, the 
Stephen Beck Jr. Achieving a Better Life Experience Act (ABLE). ABLE will allow 
millions of families across the United States to save for the long term care of their 
loved ones with a disability by using a tax-advantage savings account. As the 
Chairman of the Senate Special Committee on Aging, Senator Casey has led Senate 
efforts to ensure that our Nation’s seniors have the resources and support they need in 
their older age. Senator Casey’s Supporting Grandparents Raising Grandchildren Act 
became law in July 2018 and created a federal advisory council charged with 
developing a one-stop-shop of information to help grandparents raising 
grandchildren and other kinship caregivers raising relative children address 
challenges that they may face. 
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Joseph Gaugler  
 
Joseph E. Gaugler, PhD, is Professor and Robert 
L. Kane Endowed Chair in Long-Term Care and 
Aging in the School of Public Health at the 
University of Minnesota. He directs the Center 
for Healthy Aging and Innovation as well as the 
Public Health Center of Excellence on Dementia 
Caregiving. His research interests include the 
longitudinal ramifications of family care for 
persons with dementia and other chronic 
conditions, and the effectiveness of home and 
community-based services for older adults with 
dementia and their caregiving families. 

Kate Washington, Ph.D. 
 
Kate Washington, Ph.D., is the author of Already 
Toast: Caregiving and Burnout In America 
(Beacon Press, 2021), a longtime freelance 
writer, and a frequent speaker on the challenges 
of caregiving. Already Toast, a reported memoir, 
places Washington’s journey of caring for her 
husband through two rare types of cancer and a 
harrowing stem cell transplant in the wider 
social and cultural context of American health 
care’s reliance on more than 53 million unpaid 
family caregivers. Booklist, in a starred review, 
called Already Toast “an eye-opening account 
from a full-time caregiver...a timely and crucial 

appeal.” In it, Washington shows how all-consuming caregiving can be, details how 
difficult it can be to find support and resources, and issues a clear call for a cultural 
and economic revaluing of this critical work. Prior to publishing Already Toast, 
Washington wrote in a variety of genres, including creative nonfiction, memoir, 
cultural criticism, deeply researched longform, essays, and food writing. She served 
for four years as the dining critic for The Sacramento Bee and her work has appeared 
in The New York Times, TIME, Eater, Avidly, Southwest, The Washington Post, 
Catapult, and many other publications. Formerly associate food editor at Sunset and a 
contributing writer for Sactown Magazine, she holds a Ph.D. in Victorian literature 
from Stanford University. She was local editor for the Zagat Survey’s guide to 
Sacramento restaurants and is a member of Les Dames d’Escoffier. Washington, who 
is represented by the Beth Vesel Literary Agency, lives in Sacramento with her 
husband and two daughters. Find her online at kawashington.com or on Twitter 
@washingtonkate. 
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Invited Speakers 
 
 

Scott Beach, PhD 
 
Dr. Beach has been Director of the Survey Research 
Program at the University Center for Social and Urban 
Research (UCSUR) since 1999, was UCSUR Associate 
Director between 2010 and 2016, and was named 
Interim UCSUR Director in 2016. He received his Ph.D. 
in Social Psychology from the University of Pittsburgh 
in 1993. Dr. Beach has directed dozens of large-scale 
surveys covering a broad range of topics. In addition to 
his work in survey methodology and research design, 
Dr. Beach has interests and has published in areas such 
as aging and caregiver stress, elder abuse, and 

technology and aging. His work on elder abuse, funded primarily by the National Institute on 
Aging (NIA), has focused on financial exploitation of older adults, use of survey technology to 
improve self-reporting of elder abuse, racial/ethnic disparities in abuse, and screening and 
detection methods. His recent work in family caregiving has focused on the impact of 
caregiver burden and stress on the ability to provide quality care and potential neglect. He is 
on the executive committee of the Center for Caregiving Research, Education, and Policy at 
Pitt’s Health Policy Institute. He is also Co-Director of The National Rehabilitation Research 
and Training Center on Family Support, funded by the National Institute on Disability, 
Independent Living, and Rehabilitation Research (NIDILRR). His work has appeared in some 
of the major medical and aging journals including the Journal of the American Medical 
Association (JAMA), Journal of the American Geriatrics Society, Psychology & Aging, 
Innovation in Aging, Journals of Gerontology, and The Gerontologist. 
 

Sara Czaja, Ph.D. 
 
Sara J. Czaja, Ph.D. is a Professor of Gerontology and 
the Director of the Center on Aging and Behavioral 
Research in the Division of Geriatrics and Palliative 
Medicine at Weill Cornell Medicine and Emeritus 
Professor of Psychiatry and Behavioral Sciences at the 
University of Miami Miller School of Medicine 
(UMMSM). Dr. Czaja is also the Director of the NIH 
multi-site Center for Research and Education on Aging 
and Technology Enhancement (CREATE), which is 

focused on making technology more accessible, useful, and usable for older adult populations 
and C-Director of the Center for Enhancing Neurocognitive Health, Abilities, Networks, & 
Community Engagement (ENHANCE), funded by NIDILRR.  
Her research interests include: aging and cognition, caregiving, aging and technology, aging 
and work, training, and functional assessment. She has received continuous funding from the 
National Institutes of Health and other funding agencies to support her research, and has 
published extensively on these topics. She is a fellow of the American Psychological 
Association (APA), the Human Factors and Ergonomics Society, and the Gerontological 
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Society of American. She served as the Past President of Division 20 (Adult Development and 
Aging) of APA, as a member of the National Research Council/National Academy of Sciences 
Board on Human Systems Integration, as a member of the Institute of Medicine (IOM) 
Committee on the Public Health Dimensions of Cognitive Aging and as a member of the IOM 
Committee on Family Caring for Older Adults.  
 
Dr. Czaja is the recipient of the 2015 M. Powell Lawton Distinguished Contribution Award 
for Applied Gerontology from the APA; the 2013 Social Impact Award for the Association of 
Computing Machinery (ACM) and the Franklin V. Taylor Award from Division 21 of APA. 
She is also the recipient of the Jack A. Kraft Award for Innovation from HFES, the APA 
Interdisciplinary Team, and the 2019 Richard Kalish Innovative Book Publication Award 
(GSA) with CREATE. 
 
 

Esther M. Friedman 
 
Esther M. Friedman is a Research Associate Professor at 
the Institute for Social Research (ISR) at the University 
of Michigan - Ann Arbor, where she also serves as 
Associate Director of the Panel Study of Income 
Dynamics (PSID) and Director of the External 
Innovative Networks Core at the Michigan Center on the 
Demography of Aging (MiCDA). Her research focuses 
on the role of family caregiving and long-term care for 
the health and wellbeing of older adults, particularly 
those with dementia. Friedman is currently one of the 
PIs of the PSID and PI of an NIA-R01 for which she is 
collecting new data on the social networks of family 
caregivers to identify typologies of caregiver support 
networks, how they changed during the pandemic, and 
the implications for caregiver and care recipient health 
and wellbeing outcomes. In other ongoing work with 

colleagues at the University of Pittsburgh, she has been exploring trends in caregiving and 
disability, including the prevalence and impact of sandwich generation caregiving and the 
relationship between receiving family care and health care spending. 
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Christina N. Harrington, Ph.D.,  
 
Christina N. Harrington, Ph.D., is an Assistant 
Professor at the Human-Computer Interaction 
Institute, Carnegie Mellon University. She is a designer 
and qualitative researcher who works at the 
intersection of interaction design and health and racial 
equity. She combines her background in electrical 
engineering and industrial design to focus on the areas 
of universal, accessible, and inclusive design. 
Specifically, she looks at how to use design in the 
development of products to support historically 
excluded groups such as Black and LatinX 
communities, older adults, and individuals with 
differing abilities in maintaining their health, wellness, 
and autonomy in defining their future. Christina is 
passionate about using design to center communities 
that have historically been at the margins of 
mainstream design. She looks to methods such as 

design justice and community collectivism to broaden and amplify participation in design by 
addressing the barriers that corporate approaches to design have placed on our ability to see 
design as a universal language of communication and knowledge. Dr. Harrington is the 
Director of the Equity and Health Innovations Design Research Lab. 
 

Erin E. Kent 
 
Erin E. Kent, PhD, MS, is an Associate Professor and an 
Associate Chair in the Department of Health Policy and 
Management at the UNC Gillings School of Global Public 
Health and Member of the Lineberger Comprehensive 
Center Cancer Prevention and Control Program. Her 
program of research centers on the impact of serious 
illness on individuals and families. Her mission is to 
develop and implement into practice serious illness 
supportive care interventions, conduct research that 

informs the development of policies that support caregivers, and develop strategies to promote 
a culture of care. She conducts this work in collaboration with many interdisciplinary 
researchers and clinicians at UNC and beyond. She is a member of the North Carolina Serious 
Illness Coalition and  
Caregiving Collaborative, which both aim to elevate caregiver voices and build up state services 
and programs for caregivers in the state. At UNC, she runs the Caregiving Collaboratory to 
provide students and fellows a space for pedagogy, mentoring, and collaboration in caregiving 
research. She has published over 130 peer-reviewed research papers in public health. She is 
fiercely committed to eliminating inequities according to race, ethnicity, gender, sexual 
orientation, class, and other social dimensions, and she is a proud member of both the Faculty 
and Staff Equity Collective in HPM and the Lineberger Equity Council.  
 
Prior to working at UNC, Dr. Kent served as a Program Director and Scientific Advisor for the 
Outcomes Research Branch at the National Cancer Institute (NCI). There, Dr. Kent worked to 
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establish funding opportunities and research resources to better understand the challenges 
that caregivers face and develop family-centered interventions for cancer patients and their 
caregivers. Along with Dr. Leeza Park and with support from The Duke Endowment, Dr. Kent 
is currently adapting a social support intervention for caregivers of rural cancer patients to 
help them both recognize and build their informal support network and connect with formal 
support resources. 
 
Dr. Kent’s other main research interests are in patient- and caregiver-reported outcome and 
experience of care measurement and surveillance. From 2012-2019, Dr. Kent served as 
scientific lead for the SEER-Medicare Health Outcomes Survey (SEER-MHOS) linked 
database on patient-reported outcomes and as senior advisor for the SEER-Consumer 
Assessment of Healthcare Providers and Systems (SEER-CAHPS) survey- and claims-linked 
database on patient experiences with care. Previously, Dr. Kent was a Cancer Prevention 
Fellow in the Office of Cancer Survivorship at NCI and received her PhD in Social Ecology 
from the University of California at Irvine. 
 

Jennifer Hagerty Lingler, PHD, MA, CRNP, 
FAAN  
 
Jennifer Hagerty Lingler, PHD, MA, CRNP, FAAN is 
Professor and Vice Chair for Research, Health & 
Community Systems at the University of Pittsburgh. 
Her research focuses on provider-patient 
communication, health behaviors, and psychosocial 
and ethical implications of late-life cognitive 
impairment. Over the past 20 years, her research has 
been supported by the John A. Hartford Foundation, 
Brookdale Foundation, Neurosciences Nursing 
Foundation, Alzheimer’s Association, National 

Institute on Aging and National Institute for Nursing Research. Dr. Lingler leads the School 
of Nursing’s Hartford Center for Gerontological Nursing Research and the Outreach, 
Recruitment and Education Core at the University of Pittsburgh Alzheimer Disease Research 
Center (P50 AG005133; PI: Lopez). Her active studies as PI include an investigation of the 
impact of disclosing amyloid imaging results in mild cognitive impairment (R01 AG046906) 
and a study of recruitment innovations to enhance diversity in research on Alzheimer’s 
disease (R01 AG054518). She frequently guest lectures on ethical issues in dementia care, 
neurological assessment, and the differential diagnosis and management of dementia. 
 
Within the School of Nursing, Dr. Lingler is active on the PhD Council. At the University 
level, she serves on the All Pitt Humanities Committee and on the Executive Committee of 
the Alzheimer Disease Research Center. She recently completed a six-year term on the board 
of the Pennsylvania Chapter of the Alzheimer’s Association, where she chaired the Mission 
and Services Committee and served as board secretary. Dr. Lingler is active in national 
organizations, including the Gerontological Society of America, the Alzheimer’s Association, 
and the International Society to Advance Alzheimer Research and Treatment (ISTAART), 
and is a past chair of the Steering Committee of the Outreach, Recruitment and Education 
Cores for NIA-funded Alzheimer Disease Centers. 
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Andrew McCormick, MD, FAAP 
 
Andrew McCormick is an Associate Professor of 
Pediatrics in the Paul C. Gaffney Division of Pediatric 
Hospital Medicine. He trained in the Internal Medicine 
and Pediatrics Residency Program at UPMC and joined 
the division of Pediatric Hospital Medicine at UPMC 
Children's Hospital of Pittsburgh after completing his 
training. His clinical interest include care for children 
and adults with Vascular Anomalies and serves as the 
Medical Director of the Vascular Anomaly Center of 
UPMC. He also works in the Down Syndrome Center of 

Western PA and directs the Healthy Transitions Program for the Center. He is also an active 
member of the University of Pittsburgh School of Medicine and is Course Director for the 
Pediatric Advance Physical Exam Course and the Clinical Experiences course. 
 

Jennifer Olsen, Dr.P.H. 
 
Dr. Jennifer Olsen, an experienced epidemiologist, 
serves as executive director of the Rosalynn Carter 
Institute for Caregivers (RCI), which promotes the 
health, strength, and resilience of caregivers 
throughout the United States. Prior to joining RCI, 
Olsen managed the Ending Pandemics in Our Lifetime 
initiative at the Skoll Global Threats Fund – whose 
mission was to drive large-scale change by investing in 
and connecting with those dedicated to solving five of 
the world’s greatest threats: climate change, 
pandemics, water security, nuclear proliferation, and 
conflict in the Middle East. 
 

Olsen also served as Fusion Division Director in the Office of the Assistant Secretary for 
Preparedness & Response at the U.S. Department of Health and Human Services. As division 
director, she developed and implemented an analytics platform to increase awareness and 
information sharing during emergencies. Olsen has also directed disease surveillance 
activities for large scale special events, including the G-8 and G-20 summits, State of the 
Union Addresses, the 2009 Presidential Inauguration, and Democratic and Republican 
National Conventions.  
 
Olsen holds a B.A. in biomathematics from Rutgers University, an M.P.H. in Epidemiology 
from The George Washington University, and a Dr.P.H. from the University of North 
Carolina. 
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Anne Ordway, PhD 
 
Anne Ordway, PhD, is a Program Specialist at the 
National Institute on Disability, Independent Living, 
and Rehabilitation Research (NIDILRR), 
Administration for Community Living, U.S. 
Department of Health and Human Services. Anne 
oversees the disability and aging research and health 
policy research grant portfolios for NIDILRR. She is the 
Program Manager of the NIDILRR Advanced 
Rehabilitation Research and Training (ARRT) Program, 
which currently includes 27 institutions of higher 
education and research focused on preparing the next 
cadre of disability and rehabilitation researchers, 
practitioners, and policymakers. 
 
 

Bambang Parmanto, PhD  
 
Bambang Parmanto is professor and chair of the Health 
Information Management Department. His research 
interests have been in developing technologies and in 
using advances in information technologies such as 
telehealth, mobile, and wearable technologies, to 
deliver adaptive and personalized interventions for 
individuals with chronic and complex conditions.  
 
He leads the Health and Rehabilitation Informatics 
(HARI) research group at the University of Pittsburgh. 
Parmanto is the director of Rehab Engineering 

Research Center on Information & Communication Technology (ICT) Access and Principal 
Investigator of a large project on self-management for individuals with chronic and complex 
conditions using mobile health (mHealth). He is the recipient of the American Health 
Information Management Association (AHIMA)'s Triumph Research Award. 
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Sheria G. Robinson-Lane, PhD, MSN, MHA, RN 
 
Sheria G. Robinson-Lane is an Assistant Professor at the 
University of Michigan School of Nursing in the 
Department of Systems, Populations, and Leadership. 
Dr. Robinson-Lane’s work aims to reduce health 
disparities and improve health equity for diverse older 
adults and family caregivers managing pain and chronic 
illnesses such as Alzheimer’s disease. Dr. Robinson-
Lane’s research addresses the ways in which older adults 
adapt to changes in health, and particularly how various 
coping strategies affect health outcomes. Her current 
work is focused on improving the ability of Black, Latinx 
and other diverse older adults to successfully age in place 
through culturally responsive and community engaged 
care practices along with effective caregiver support. To 
this end, she has developed and presented numerous 

presentations and publications on effective clinical practice and the care and symptom 
management of older adults with chronic disease. Dr. Robinson-Lane completed her PhD in 
Nursing at Wayne State University in Detroit and a postdoctoral fellowship in Advanced 
Rehabilitation Research Training at the University of Michigan Medical School. 
 

Sarah Ruiz, Ph.D. 
 
Dr. Sarah Ruiz serves as a Senior Program Officer at the 
Patient-Centered Outcomes Research Institute, in the 
Department of Healthcare Delivery and Disparities 
Research. Previously, she served as the Associate 
Director in the Office of Research Sciences at the 
National Institute on Disability, Independent Living, 
and Rehabilitation Research, a component of the 
Administration for Community Living (ACL), in the 
U.S. Department of Health and Human Services (HHS). 
During her time at HHS, she received several local and 
national awards, including awards recognizing 
contributions to reproductive health justice and 
disability research at ACL and the National Institute for 
Child Health and Human Development at the National 

Institutes for Health. In 2020, Dr. Ruiz was recognized as a 40 under 40 AFCEA awardee for 
work advancing technology and community living for people with disabilities. Her research 
interests lie at the intersection of aging and disability health equity for underserved 
communities and communities of color. She earned her Ph.D. in Gerontology from the 
University of Southern California. 
 

22



 
 

Excited about the conference? Share your enthusiasm on social media and tag #BBPGH22 
 

 

Heather M. Snyder, PhD 
 
Heather M. Snyder, Ph.D., is vice president, Medical & 
Scientific Relations at the Alzheimer’s Association®. In 
this role, she oversees Association initiatives that 
accelerate innovative Alzheimer’s research and provide 
opportunities for the global dementia community to 
connect and collaborate. 
 
She leads the Association’s International Research 
Grant Program, the vehicle through which the 
Association funds promising investigations that 
advance understanding of Alzheimer's and moves the 
field toward solutions for the global Alzheimer's crisis. 
As the world’s largest nonprofit funder of Alzheimer's 
research, the Association is currently investing $300 
million in more than 900 active best-of-field projects in 
45 countries. 
 
To increase knowledge about prevention and risk 
reduction, Dr. Snyder serves on the executive team for 

the U.S. Study to Protect Brain Health Through Lifestyle Intervention to Reduce Risk (U.S. 
POINTER). Dr. Snyder chairs the programmatic review committee for the Department of 
Defense Congressionally Directed Medical Research Programs for Alzheimer's Disease and is 
the immediate past chair of the Health Research Alliance, a network of biomedical research 
funding organizations. An expert in the field, Dr. Snyder has been featured in numerous TV 
interviews and print and online news articles. 
 
She holds a Ph.D. in molecular biology from Loyola University Chicago Stritch School of 
Medicine and bachelor's degree in biology and religious studies from the University of Virginia. 
 

Richard Schulz, PhD 
 
Richard Schulz, PhD, is Distinguished Service Professor 
of Psychiatry, Director of Gerontology, and Associate 
Director of the Aging Institute of UPMC Senior Services 
and the University of Pittsburgh. 
 
Dr. Schulz is a nationally recognized researcher of adult 
development and aging. His research focused on social-
psychological aspects of aging, including the impact of 
disabling late-life disease on patients and their families. 
 
A significant portion of his research has been on 

caregivers including the health effects of caregiving, Alzheimer’s disease caregiving, and 
intervention studies for caregivers of persons with Alzheimer’s disease. Dr. Schulz chaired 
The National Academies of Sciences, Engineering, and Medicine’s landmark study, Families 
Caring for an Aging America. The report outlined the prevalence and nature of caregiving, 
as well as its impact on the caregiver’s health, employment, and overall wellbeing; it 
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examined the effectiveness of programs and supports aimed at supporting caregivers, and 
lastly assessed and recommended policies to address the needs of family caregivers and 
minimize barriers. This report served as the backdrop for The Caregiver Project, which Dr. 
Schulz led as co-PI with Everette James.  
 
Recently, Dr. Schulz’s last decade of work has concentrated on supportive interventions, 
including technology-based approaches, designed to enhance patient functioning and the 
quality of life of both patients and their relatives. 
 

Rani E. Snyder, MPA 
 
Rani E. Snyder, MPA, is Vice President, Program at The 
John A. Hartford Foundation. Ms. Snyder has over 25 
years of experience working with preeminent health care 
institutions across the nation improving the care of older 
adults, identifying and guiding health care programs 
that have set the standard for medical best practices, 
increasing medical education opportunities, and 
maximizing resources to improve health care broadly. 
She brings that experience to The John A. Hartford 
Foundation where she coordinates initiatives that foster 
collaboration among academic institutions, hospitals 
and health care providers to build Age-Friendly Health 
Systems, support family caregivers, and improve serious 

illness and end-of-life care. She is a board member and past board chair for Grantmakers in 
Aging, a membership organization comprised of philanthropies with a common dedication to 
improving the experience of aging, a board member for the American Society on Aging. 
 

Alan B. Stevens, PhD 
 
Alan B. Stevens, PhD, holds the Vernon D. Holleman-
Lewis M. Rampy Centennial Chair in Gerontology at 
Baylor Scott & White Health and serves as the Director 
of the Center for Applied Health Research (CAHR), a 
BSWH system level center that facilitates investigator-
initiated, multidisciplinary efforts to impact population 
health management with health care delivery and 
implementation science research. He is also a Professor 
of Medicine and Public Health at the Texas A&M 
Health Science Center. 
 
Dr. Stevens has dedicated his research career to 
investigate the clinical and organization issues related 

to care delivery of older adults and their caregivers. With over 25 years’ experience in 
academic medical schools and a leading integrated healthcare organization, Dr. Stevens is 
nationally recognized for his contributions to the fields of dementia caregiving, care 
transitions, and management of chronic diseases. In 2020, Dr. Stevens was appointed as the 
Principal Investigator (PI) of the NIH-funded All of Us Program at BSWH. 
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In 2014, he was invited to serve a two-year term on the National Academies of Sciences, 
Engineering, and Medicine study committee that produced the 2016 publication “Families 
caring for an aging America”. In 2016, Dr. Stevens joined the Texas Health Improvement 
Network as an Advisory Committee member. Currently, he is also serving as a Co-Chair of 
the Family Caregiving Advisory Council, established by the Recognize, Assist, Include, 
Support and Engage (RAISE) Family Caregivers Act of 2017, to provide recommendations to 
the Secretary of Health and Human Services on effective models of both family caregiving 
and support to family caregivers, as well as improving coordination across federal 
government programs. 
 
Dr. Stevens is a Fellow of the American Psychological Association and the Gerontological 
Society of America. He completed his graduate training at the University of New Orleans, 
earning a Masters degree and a Doctorate of Philosophy in Applied Developmental 
Psychology. 
 

Ranak Trivedi, PhD 
 
Dr. Ranak Trivedi is a clinical health psychologist, an 
Assistant Professor in the Dept. of Psychiatry and 
Behavioral Sciences, Stanford University and an 
Investigator at the Center for Innovation to 
Implementation at the VA Palo Alto Health Care System. 
Her NIH, VA and foundation-funded studies are focused 
on improving the self-management of serious illnesses 
by enhancing the collaboration and coping of patients 

and their caregivers. Dr. Trivedi is a Sojourns Scholars Leader, and she is using this platform 
to improve culturally concordant care for South Asian women with breast cancer and their 
caregivers. Dr. Trivedi serves as the Director of Training and Education at the Center for 
Innovation to Implementation at the VA Palo Alto Health Care System, site PI and Training 
Director for the Elizabeth Dole National Center of Excellence for Veteran and Caregiver 
Research, and the Director of Caregiving and Family Systems at the Stanford Center for Asian 
Health Research and Education (CARE).She frequently guest lectures on ethical issues in 
dementia care, neurological assessment, and the differential diagnosis and management of 
dementia. 
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Courtney Van Houtven, PhD, MSc 
 
Courtney Van Houtven, PhD, MSc, is a Research Career 
Scientist at the Center of Innovation to Accelerate 
Discovery and Practice Transformation (ADAPT), 
Durham Veterans Affairs Health Care System. She is 
also a Professor of Medicine in the Department of 
Population Health Science at Duke University School of 
Medicine. Her health economics research examines how 
family caregiving affects economic, health and health 
care outcomes of care recipients and caregivers. She 
strives to understand how best to support family 
caregivers, especially including caregiver expertise in 
health care teams, and works with operational partners, 
clinical field staff, and a multidisciplinary research team 
to implement a family caregiver skills training 
curriculum nationally. Dr. Van Houtven directs the VA-

CARES Partnered Evaluation Center, an ongoing national evaluation of the VA’s Caregiver 
Support Program (2014-2027) to rigorously assess supports and services affect caregiver and 
Veteran quality of life and health system outcomes. She is co-PI on the QUERI Program 
Project, “Optimizing Function and Independence” (2016-2025). Dr. Van Houtven 
approaches her research with a health equity lens and is committed to supporting early 
career investigators, mentoring 4 current VA Career Development scholars two K01 scholar 
and multiple early and mid-career faculty nationally. 
 

Ashley Wilder Smith, PhD, MPH 
 
Ashley Wilder Smith, PhD, MPH, is Chief of the 
Outcomes Research Branch (ORB) at the National 
Cancer Institute (NCI). ORB supports investigations to 
understand and improve health outcomes and quality 
care for cancer patients, survivors, caregivers, and 
families. Dr. Smith facilitates the mission of ORB by 
facilitating research designed to integrate the 
perspectives of cancer patients/survivors across the 
lifecourse, their caregivers and family members, and to 
integrate those perspectives into healthcare settings 
with a goal to optimize patient engagement, health and 
well-being. In addition to overseeing the entire 
portfolio of ORB grants, contracts and research 
activities, Dr. Smith collaborates on efforts across the 
NIH and the Department of Health and Human 
Services to study and improve the measurement and 
evaluation of patient-reported care quality and health 
outcomes in observational studies, clinical trials, and 
for use in clinical care. She is currently the NCI Chief 

Science Officer of IMPACT: Improving the Management of symPtoms during And following 
Cancer Treatment, a Research Consortium designed to accelerate the use of systematic 
cancer symptom management systems integrated into electronic health record systems to 
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collect patient-reported data and support clinical responses consistent with evidence-based 
guidelines. She also served as the National Institutes of Health (NIH) Chief Science Officer of 
a trans-NIH initiative to make four person-centered health outcome assessment systems 
available: PROMIS®, the NIH Toolbox®, Neuro-QOL, and ASCQ-Me™. These tools were 
transitioned to independence from NIH funding and are now offered through an integrated 
platform for automated use in one publicly available resource, HealthMeasures. Dr. Smith 
earned her MS and PhD degrees in Health Psychology from the University of Pittsburgh. She 
completed an NCI Cancer Prevention Fellowship, which included earning an MPH in 
Epidemiology, also from the University of Pittsburgh. Dr. Smith joined the ORB in 2006 and 
became Branch Chief in 2014. 
 
 

Michael Reese Wittke, M.P.A. 
 
Michael Reese Wittke joined the National Alliance for 
Caregiving in 2016. He serves as the Vice President, 
Policy & Advocacy and is a senior member of NAC’s 
Executive Leadership team focusing on bridging gaps 
between data and policy to address challenges facing 
family caregivers of older adults, people with 
disabilities, and those with serious or chronic 
conditions across the lifespan. 
 
Mike leads NAC’s national engagement strategy 
working with Congressional offices, federal agencies, 
the White House, and key national organizations. He 
has directed four “National Conferences of Caregiver 

Advocates” held in conjunction with the annual “Aging in America” conference. Under his 
leadership, NAC has hosted several Congressional briefings, provided testimony in a hearing 
to the United States House of Representatives in support of the Older Americans Act 
reauthorization, and developed a policy framework to address caregiving as a public health 
issue. Mike has led efforts to support and implement key policy initiatives directly impacting 
family caregivers, including the R.A.I.S.E. Family Caregivers Act, The B.O.L.D. Infrastructure 
for Alzheimer’s Act, and the national “Caregiving Corps.” Since joining NAC, Mike has helped 
direct the development of the nationally-representative study “Caregiving in the U.S. 2020” 
as well as research reports highlighting populations such as sandwich generation caregivers 
and caregivers from diverse backgrounds. 
 
Mike came to Washington D.C. through an internship with the Hinckley Institute of Politics. 
He earned a bachelor’s degree in Social Work, with honors, from the University of Utah and a 
master’s degree in Public Administration, with a concentration in non-profit management, 
from American University. 
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Conference Scientific Planning Committee 
 
 

Heidi Donovan, PhD, RN 
Conference Chair 
 
Dr. Donovan’s research and practice is in the 
development of education and support programs for 
patients with cancer and their family caregivers. Her 
research has focused on finding innovative strategies 
and support systems to help families continue what 
is most important to them in the face of myriad 
cancer-related challenges. She is particularly 
interested in the intersection between symptoms, 
self-management, and psychological and functional 
outcomes for patients and caregivers and in the 
optimal use of ehealth technology to reduce the work 
of self-management. She has had NIH R01 funding 
to test a web-based symptom management 
intervention for women with recurrent ovarian 
cancer through GOG/NRG and another to evaluate a 
web- and telephone-based intervention for 
caregivers of patients with primary malignant brain 

tumors. She is currently the Principal Investigator and Co-Director of the first National 
Center on Family Support funded by the Administration for Community Living. 
She is the co-founder and Director of the Family CARE Center at Magee-Womens Hospital 
of the University of Pittsburgh Medical Center, where her team is providing support and 
education to family caregivers of women diagnosed with gynecologic cancer while 
conducting innovative family-centered research. 
She has served on the Medical Advisory Board of the National Ovarian Cancer Coalition 
for 20 years, developing educational materials for national dissemination and providing 
community-based seminars and professional education seminars to raise awareness about 
ovarian cancer. She served on the National Academies of Science, Engineering, and 
Medicine (NASEM) Committee on the State of the Science in Ovarian Cancer Research. 
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Scott Beach, PhD 
 
Dr. Beach has been Director of the Survey Research 
Program at the University Center for Social and 
Urban Research (UCSUR) since 1999, was UCSUR 
Associate Director between 2010 and 2016, and was 
named Interim UCSUR Director in 2016. He received 
his Ph.D. in Social Psychology from the University of 
Pittsburgh in 1993. Dr. Beach has directed dozens of 
large-scale surveys covering a broad range of topics. 
In addition to his work in survey methodology and 
research design, Dr. Beach has interests and has 
published in areas such as aging and caregiver stress, 

elder abuse, and technology and aging. His work on elder abuse, funded primarily by the 
National Institute on Aging (NIA), has focused on financial exploitation of older adults, use 
of survey technology to improve self-reporting of elder abuse, racial/ethnic disparities in 
abuse, and screening and detection methods. His recent work in family caregiving has 
focused on the impact of caregiver burden and stress on the ability to provide quality care 
and potential neglect. He is on the executive committee of the Center for Caregiving 
Research, Education, and Policy at Pitt’s Health Policy Institute. He is also Co-Director of 
The National Rehabilitation Research and Training Center on Family Support, funded by 
the National Institute on Disability, Independent Living, and Rehabilitation Research 
(NIDILRR). His work has appeared many journals including the Journal of the American 
Medical Association (JAMA), Journal of the American Geriatrics Society, Psychology & 
Aging, Innovation in Aging, Journals of Gerontology, and The Gerontologist. 

Jamila Bookwala, Ph.D. 
 
Jamila Bookwala, Ph.D is Professor of 
Psychology at Lafayette College in Easton, 
Pennsylvania and an alumna of the University of 
Pittsburgh.  Dr. Bookwala's primary research 
interests center on close relationships, stress, and 
well-being over the adult lifespan. A special focus of 
her research is on the health-protective role of close 
relationships. She has examined health outcomes 
related to a variety of relationships (spousal 
relationships, kin relationships, and friendships) in 
the context of a range of life stressors (poor physical 
function, visual impairment, family caregiving, and 
spousal loss). 

  
She has expertise in survey research and secondary data analysis using large national data 
sets. Her research has been funded by the National Institute on Aging and by private and 
public funding organizations. She has presented her research findings at national and 
international conferences and published her research in leading peer-reviewed journals 
including, most recently, Developmental Psychology, Health Psychology, Journals of 
Gerontology: Social Sciences, and The Gerontologist. 
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Grace Campbell, Ph.D., MSW, RN 
 
Grace Campbell, PhD, MSW, RN is an Assistant 
Professor at Duquesne University School of Nursing.  
She is a rehabilitation nurse by background, and her 
research and clinical interest revolves around 
keeping individuals and their family caregivers 
optimally functional and able to participate in 
valued life activities during and after serious illness 
and injury.  Currently she is co-lead for a 
NIDILIRR-funded project that aims to use an 
mHealth-delivered self management intervention to 
improve functional and psychosocial outcomes 

among caregivers of individuals with gynecologic cancer.  She was also recently awarded a 
Betty Irene Moore Fellowship for Nurse Leaders and Innovators for her project, “Making 
Early Rehabilitation the Standard of Care in Gynecologic Oncology” in which she will 
develop and implement a tailored prehabilitation and rehabilitation program for 
individuals beginning treatment for gynecologic cancers.  Dr. Campbell is a member of the 
National Academy of Science, Engineering, and Medicine’s Roundtable for Quality of Care 
for Persons with Serious Illness, and was co-chair of NASEM’s May 2022 public workshop, 
Family Caregiving for People with Cancer and Other Serious Illnesses. 
 
 

Sara Czaja, Ph.D. 
 
Sara J. Czaja, Ph.D. is a Professor of Gerontology 
and the Director of the Center on Aging and 
Behavioral Research in the Division of Geriatrics 
and Palliative Medicine at Weill Cornell Medicine 
and Emeritus Professor of Psychiatry and 
Behavioral Sciences at the University of Miami 
Miller School of Medicine (UMMSM). Dr. Czaja is 
also the Director of the NIH multi-site Center for 
Research and Education on Aging and Technology 

Enhancement (CREATE), which is focused on making technology more accessible, useful, 
and usable for older adult populations and C-Director of the Center for Enhancing 
Neurocognitive Health, Abilities, Networks, & Community Engagement (ENHANCE), 
funded by NIDILRR.  
 
Her research interests include: aging and cognition, caregiving, aging and technology, 
aging and work, training, and functional assessment. She has received continuous funding 
from the National Institutes of Health and other funding agencies to support her research, 
and has published extensively on these topics. She is a fellow of the American 
Psychological Association (APA), the Human Factors and Ergonomics Society, and the 
Gerontological Society of American. She served as the Past President of Division 20 (Adult 
Development and Aging) of APA, as a member of the National Research Council/National 
Academy of Sciences Board on Human Systems Integration, as a member of the Institute 
of Medicine (IOM) Committee on the Public Health Dimensions of Cognitive Aging and as 
a member of the IOM Committee on Family Caring for Older Adults.  
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Dr. Czaja is the recipient of the 2015 M. Powell Lawton Distinguished Contribution Award 
for Applied Gerontology from the APA; the 2013 Social Impact Award for the Association 
of Computing Machinery (ACM) and the Franklin V. Taylor Award from Division 21 of 
APA. She is also the recipient of the Jack A. Kraft Award for Innovation from HFES, the 
APA Interdisciplinary Team, and the 2019 Richard Kalish Innovative Book Publication 
Award (GSA) with CREATE. 
 

Beth Fields, Ph.D., OTR/L, BCG 
 
Beth Fields, Ph.D., OTR/L, BCG, is a board-certified 
occupational therapist, an Assistant Professor of 
Kinesiology, and a geriatric health services and 
caregiving researcher. She went to Colorado State 
University and the University of Pittsburgh for 
occupational therapy and postdoctoral training. Her 
research focuses on developing, testing and 
implementing person and family-centered 
assessments and interventions in the hospital and 
home settings. She’s hugely passionate about 
finding ways to improve the quality of care and life 
of aging adults and their family member or friend 
care partners.  
 
 

Esther Friedman, Ph.D. 
 
Esther M. Friedman is a Research Associate 
Professor at the Institute for Social Research (ISR) 
at the University of Michigan - Ann Arbor, where she 
also serves as Associate Director of the Panel Study 
of Income Dynamics (PSID) and Director of the 
External Innovative Networks Core at the Michigan 
Center on the Demography of Aging (MiCDA). Her 
research focuses on the role of family caregiving and 
long-term care for the health and wellbeing of older 
adults, particularly those with dementia. Friedman 
is currently one of the PIs of the PSID and PI of an 
NIA-R01 for which she is collecting new data on the 
social networks of family caregivers to identify 
typologies of caregiver support networks, how they 
changed during the pandemic, and the implications 
for caregiver and care recipient health and wellbeing 

outcomes. In other ongoing work with colleagues at the University of Pittsburgh, she has 
been exploring trends in caregiving and disability, including the prevalence and impact of 
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sandwich generation caregiving and the relationship between receiving family care and 
health care spending. 
 

Erin E. Kent, Ph.D. 
 
Erin E. Kent, PhD, MS, is an Associate Professor 
and an Associate Chair in the Department of Health 
Policy and Management at the UNC Gillings School 
of Global Public Health and Member of the 
Lineberger Comprehensive Center Cancer 
Prevention and Control Program. Her program of 
research centers on the impact of serious illness on 
individuals and families. Her mission is to develop 

and implement into practice serious illness supportive care interventions, conduct 
research that informs the development of policies that support caregivers, and develop 
strategies to promote a culture of care. She conducts this work in collaboration with many 
interdisciplinary researchers and clinicians at UNC and beyond. She is a member of the 
North Carolina Serious Illness Coalition and Caregiving Collaborative, which both aim to 
elevate caregiver voices and build up state services and programs for caregivers in the 
state. At UNC, she runs the Caregiving Collaboratory to provide students and fellows a 
space for pedagogy, mentoring, and collaboration in caregiving research. She has 
published over 130 peer-reviewed research papers in public health. She is fiercely 
committed to eliminating inequities according to race, ethnicity, gender, sexual 
orientation, class, and other social dimensions, and she is a proud member of both the 
Faculty and Staff Equity Collective in HPM and the Lineberger Equity Council.  
 
Prior to working at UNC, Dr. Kent served as a Program Director and Scientific Advisor for 
the Outcomes Research Branch at the National Cancer Institute (NCI). There, Dr. Kent 
worked to establish funding opportunities and research resources to better understand the 
challenges that caregivers face and develop family-centered interventions for cancer 
patients and their caregivers. Along with Dr. Leeza Park and with support from The Duke 
Endowment, Dr. Kent is currently adapting a social support intervention for caregivers of 
rural cancer patients to help them both recognize and build their informal support 
network and connect with formal support resources. 
 
Dr. Kent’s other main research interests are in patient- and caregiver-reported outcome 
and experience of care measurement and surveillance. From 2012-2019, Dr. Kent served 
as scientific lead for the SEER-Medicare Health Outcomes Survey (SEER-MHOS) linked 
database on patient-reported outcomes and as senior advisor for the SEER-Consumer 
Assessment of Healthcare Providers and Systems (SEER-CAHPS) survey- and claims-
linked database on patient experiences with care. Previously, Dr. Kent was a Cancer 
Prevention Fellow in the Office of Cancer Survivorship at NCI and received her PhD in 
Social Ecology from the University of California at Irvine. 
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Hansol Kim, Ph.D. 
 
Hansol Kim, Ph.D. completed a gerontology Ph.D. 
from the University of Kansas. Her research focuses 
on US older female workers’ retirement and 
retirement resources. In South Korea, she studied 
occupational therapy. She was also working as an 
occupational therapist who specialized in 
community-based rehabilitation in South 
Korea. Specifically, she is interested in older 
caregivers, caregivers' work and retirement issues, 
caregivers’ health and work outcomes, sandwich 
generation caregiver’s mental and physical health, 

and caregiver burden. 
 

Tara C. Klinedinst, PhD, OTR/L 
 
Tara C. Klinedinst, PhD, OTR/L is an occupational 
therapist and Assistant Professor in the Department 
of Rehabilitation Sciences, College of Allied Health 
at OUHSC located at the Schusterman Campus in 
Tulsa. She is a former Postdoctoral Associate, 
National RRTC on Family Support.  Her research 
projects address two core areas 1) interventions to 
prevent and reduce disability and improve 
participation in health management in adults and 
their care partners with chronic conditions, and 2) 
integrating occupational therapy into primary care 
clinics using evidence-based screening and referral 
pathways. She is an active member of the 
Gerontological Society of America and the American 
Occupational Therapy Association. She is interested 

in growing interdisciplinary partnerships that will improve health care experiences and 
outcomes for older adults and their care partners. 
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Donna M. Posluszny, PhD, ABPP 
 
Donna M. Posluszny, PhD, ABPP, is an Assistant 
Professor of Medicine and Psychology at the 
University of Pittsburgh and Associate Director of 
Training in the Biobehavioral Cancer Control 
Program, UPMC Hillman Cancer Center (UPMC 
HCC). She is also a licensed psychologist at the 
Center for Counseling and Cancer Support at UPMC 
HCC where she provides clinical services to cancer 
patients and their family caregivers.  In addition, 
she teaches and supervises trainees in clinical 
patient care.  
 
Dr. Posluszny is board-certified in clinical health 
psychology.  She received her doctorate from the 
joint Clinical and Health Psychology Program in the 

Department of Psychology at the University of Pittsburgh and completed a clinical 
internship at UPMC Western Psychiatric Hospital (formerly known as Western Psychiatric 
Institute and Clinic).   
 
In her National Cancer Institute-funded research, Dr. Posluszny is currently examining 
psychosocial and behavioral strategies to help patients and family caregivers successfully 
manage the patient’s medical regimen related to allogeneic stem cell transplantation, and 
thus improve both patient and family caregiver psychological and health outcomes.  She 
has also conducted psychosocial and behavioral research in a variety of cancer populations 
including breast, gynecologic, head and neck, and hematological malignancies. 
 

Paula Sherwood, RN, CNRN, PhD, FAAN 
 
Paula Sherwood, RN, CNRN, PhD, FAAN is a 
Professor in the School of Nursing at the University 
of Pittsburgh and a Nurse Scientist at UPMC 
Passavant Hospital. Dr. Sherwood’s research focuses 
on understanding the how providing care for a loved 
one with a primary malignant brain tumor can 
impact family caregivers’ emotional and physical 
health. She also works to develop programs to help 
caregivers meet their needs in providing care and in 
staying healthy while providing care. 
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Ranak Trivedi, Ph.D. 
 
Ranak Trivedi, Ph.D. is assistant professor of 
psychiatry and behavioral sciences (Public Mental 
Health and Population Sciences) at the Palo Alto 
Veterans Affairs Health Care System.   
 
As a clinical health psychologist and a health 
services researcher, Dr. Trivedi envisions a 
culturally attuned health care system that are not 

only patient centered, but framily centered. Such a system would engage and empower 
framily (family members and friends) in navigating the healthcare system on the patient’s 
behalf while receiving the culturally attuned supports and services receive that they need. 
Her studies have provided insights into how framilies and chronically and seriously 
patients collaborate around their mutual health, understanding the impact of their 
interpersonal relationship on chronic illness self-management, and the individual, dyadic, 
and systems-level barriers that they encounter. She has developed two technology-enabled 
dyadic self-management programs to address the stress management needs of both 
patients and their framily.  
 
She has been PI or co-I on several VA and NIH funded projects, including the funded 
Elizabeth Dole Center of Excellence for Veterans and Caregiver Research. This is a 4-site, 
virtual center of excellence to understand and address the unmet needs of caregivers of 
seriously ill Veterans. She serves as the Director of Caregiving and Family Systems at the 
Stanford Center for Asian Health Research and Education (CARE). A secondary interest 
for Dr. Trivedi is to improve the management of mental health conditions in primary care 
settings. She has conducted several national evaluations on the effects of the VA patient 
centered medical home model on Veterans with mental health conditions. These studies 
have formed the basis of policy briefs that have influenced VA policy.  
 
Her work has been recognized through several awards, including a VA HSR&D Career 
Development Award, Sojourns Scholars Leadership Program, and American Psychological 
Association's Leadership Institute for Women in Psychology. Dr. Trivedi is passionate 
about training the next generation and frequently mentors graduate students, psychology 
interns, and postdoctoral and post-residency fellows. She is the Training Director at the 
Center for Innovation to Implementation at the VA Palo Alto Health Care System and the 
national Training Director of the Elizabeth Dole National Center of Excellence for Veteran 
and Caregiver Research and provides regular mentorship to 12-15 postdoctoral and post-
residency fellows focusing on health services research, medical informatics, and the 
science of informal caregiving. She previously served on the Health Policy council of the 
Society for Health Psychology and is part of the Research Collaborative of the National 
Alliance of Caregiving. 
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Justin Yu, MD 
 
Dr. Justin Yu is an Assistant Professor of Pediatrics 
at the Children's Hospital of Pittsburgh of UPMC. 
He is board-certified in Pediatrics, Internal-
Medicine, and Hospice and Palliative Care Medicine 
and works with the Supportive Care team at the 
Children’s Hospital of Pittsburgh of UPMC. Yu is 
currently supported by the University of 
Pittsburgh's CTSI Clinical Scholars Program (KL2). 
His research focuses on improving the health and 
well-being of children with medical complexity and 
their family caregivers through pediatric palliative 
care interventions. Currently he is in the process of 
developing and refining a psychological intervention 
aimed at improving the emotional well-being of 
caregivers by improving stress-coping abilities. 
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Conference Planning Team 
 
 

Julie Klinger, MA 
Conference Coordinator and Center 
Manager 
RRTC on Family Support 
 
Ms. Klinger is the Center Manager of the 
National Center on Family Support. She has 
managed and coordinated large-scale geriatric 
research and education projects at the University 
Center for Social and Urban Research at the 
University of Pittsburgh for the past 21 years. 
These projects include the multi-site REACH 
(Resources for Enhancing Alzheimer Caregiver 
Health) II intervention trial, the FaCTS (Family 
Caregiver Transition Support) study and the 
Geriatric Workforce Enhancement Program 
(GWEP) among others. Her interests include 
development of research psycho-social 
interventions and educational materials in 
gerontology and caregiving. 
 

Allyson LaCovey, BS 
Conference and Center Administrator 
RRTC on Family Support 
 
Ally LaCovey is the Center Administrator for 
the National RRT Center on Family Support. 
She provides administrative support to faculty 
and staff, as well as coordinating project-
related purchasing and overall budget 
management. In addition to her role as Center 
Administrator, Ally is the Institute 
Administrator for the Pitt Health Policy 
Institute. 

 
Ally received her Bachelors in Biology from Mercyhurst University in 2009. 
Previously she worked as a research program coordinator at the McGowan Institute 
for Regenerative Medicine. She has been with the Health Policy Institute since 2016. 
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Heather Tomko, MPH 
Conference and Center Outreach 
RRTC on Family Support 
 
Heather Tomko, MPH is the Outreach 
Coordinator at the University of Pittsburgh’s 
National Center on Family Support. In this role 
she serves as a liaison between academia and 
the family caregiver community and plans 
programs to provide community education and 
support. She has her Master's of Public Health 
from the University of Pittsburgh, and before 
that completed her B.S. at Carnegie Mellon 

University where she studied mechanical and biomedical engineering. 
 
Ms. Tomko is an active member of her community, serving on the Board of Directors 
at The Andy Warhol Museum and Community Living and Support Services (CLASS). 
She is a disability advocate, and is a blogger at The Heather Report, where she shares 
about her life as a disabled woman. 
 

Jennifer Bissell, BS 
Conference Sponsorship Coordinator 
Center for Social and Urban Research 
 
Jennifer K. Bissell is the Program 
Administrator for the Graduate Certificate in 
Gerontology Program at the University Center 
for Social and Urban Research at the University 
of Pittsburgh. She has a Bachelor of Science 
degree from Pennsylvania State University and 
is a member of the Pepper Center Community 
Advisor Board and Pitt Staff Council.  
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Marilyn Dice 
Event Planning Consultant & Hotel 
Liaison 
 
An avid crafter and maker, Marilyn is also a 
serial entrepreneur. She retired in June from 
Pitt after a total of 21 years.  Marilyn attended 
the University of Nevada Las Vegas where she 
majored in Meeting Management and Tourism. 
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The Landscape of State Policies Supporting Family Caregivers as 
aligned with the National Academy of Medicine Recommendations 

 
Katherine Miller, PhD, Postdoctoral Researcher, Perelman School of Medicine at the University of 

Pennsylvania 
Erin Kent, PhD, Associate Professor and Chair, Department of Health Policy and Management,  

Gillings School of Global Public Health, University of North Carolina 
Courtney Van Houtven, PhD, Professor, Department of Population Health Science, Duke University 

School of Medicine and Duke-Margolis Center for Health Policy 
Donna Gilleskie, PhD, Professor, Economics Department, University of North Carolina at Chapel Hill 

G. Mark Holmes, PhD, Professor, Gillings School of Global Public Health, University of North 
Carolina 

Sally C. Stearns, PhD, Professor, Gillings School of Global Public Health, University of North 
Carolina 

 
In the United States, an estimated 53 million individuals provide unpaid care to a family member 
or friend. On average, 60% of caregivers are employed and they provide 20.4 hours of care per 
week on top of employment. While a handful of patchwork laws exist to aid family care givers, 
systematic federal support, including comprehensive training, respite, and financial support, 
remains limited. In the absence of federal supports, states have adopted policies to provide 
assistance, but they vary by availability and level of support provided. The objectives of our study 
are to describe and compare state policies and trainings to support family caregivers over time. 
We use publicly available data from the AARP Long-term Services and Supports State Scorecard, 
National Academy for State Health Policy, and Tax Credits for Workers and Families for all 50 
states and the District of Columbia (2015-2019). We find that states have become more 
supportive of family caregivers over this 5-year period. Approximately 20% and 18% of states 
have enacted policies exceeding the federal Family and Medical Leave Act requirements and 
offering paid family leave, respectively. However, states have not improved spousal 
impoverishment protections for Medicaid beneficiaries. For example, from 2016-2019, 24% of 
states provided indicating fewer or no protections, and another 71% of states’ scores did not 
change. Access to training for caregivers varied based on eligibility criteria (e.g., Medicaid 
waivers limited to select populations and/or limited to co-residing caregivers). Overall, state 
approaches to support family caregivers vary by eligibility and scope of services. Substantial gaps 
in support of family caregivers, particularly economic supports, persist. Although the landscape 
of state policies supporting family caregivers has improved over recent years, few states provide 
financial supports as recommended by the National Academy of Medicine, and benefit 
restrictions hinder accessibility for all types of family caregivers. 
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Recognizing Caregiver Needs: A Policy Framework for Building 
Caregiver Support Through a Public Health Lens  

 
Michael Reese Wittke, BSW, MPA, Vice President, Research & Advocacy, National Alliance for 

Caregiving 
C. Grace Juneau Whiting, Executive Director, National Academy of Elder Law Attorneys 

 
We know that caregiving is an important public health issue that affects the lives of millions of 
people—not only for those whom they provide care, but caregiver’s face their own potential for 
risk of deteriorating health. The COVID-19 pandemic has further underscored this issue and 
the need to ensure caregivers are brought out of the margins and into the mainstream as we 
strive toward a public health system that achieves health equity and meets the needs of the 
broad range of caregivers of those with serious chronic conditions. Family caregivers will 
undoubtedly continue to play a vital role in care delivery into the future. However, their 
willingness to provide care and their effectiveness in doing so will depend on fundamental 
changes in the extent to which we formally recognize them as key contributors to the health of 
those for whom they provide care, integrate them into formal provider systems, and provide 
support them in recognition of their risk factors. NAC, in partnership with the National 
Association of Chronic Disease Directors, established a coordinated public health framework 
for policy recommendations, an implementation strategy and messaging content to enhance 
the national caregiver support infrastructure through a public health lens by focusing on 
caregivers of those with chronic disease. The framework identifies appropriate mechanisms 
and practices to implement caregiver supports via entities such as chronic disease directors 
and public health departments. These practices are aimed at addressing the health and 
wellness of caregivers, ensuring patient and family-centered care as well as addressing issues 
related to of social determinants of health and health equity. By prioritizing the expansion of 
the national caregiver support infrastructure into new jurisdictions such as the public health 
sector there is potential to reach caregivers across the range of chronic conditions. 
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The ME-WE Project: Impact on Mental Health and Well-
Being Through Co-Production with European Adolescent 

Young Carers   
 

Feylyn Lewis, PhD, Program Manager, Vanderbilt University 
Elizabeth Hanson, RN, PhD, Professor, Department of Health and Caring Sciences, Linnaeus 

University, Sweden; Research Director, Swedish Family Care Competence Centre 
 
The ME-WE Project is a 39-month, EU Framework Programme for Research and Innovation 
Horizon 2020 funded research project involving Italy, The Netherlands, Slovenia, Switzerland, 
Sweden, and the United Kingdom. The overall aim of the ME-WE project is to strengthen the 
resilience of Adolescent Young Carers (AYCs) aged 15-17 years old to impact positively on their 
mental health and overall well-being. The ME-WE project is the first of its kind in Europe, 
centering co-production with AYCs at every stage. This presentation will showcase two central 
work packages of the ME-WE project: the online survey and the Blended Learning Networks 
(BLNs).   
The survey featured questions on mental health and well-being, education, employment, family 
demographics, a qualitative question on support preferences, and two validated instruments 
for specific use with young carers. Utilizing a multi-stage facility sampling strategy across 
schools and NGOs, the survey received over 12,000 responses from European adolescents and 
identified more than 1,700 AYCs. This presentation will explore major findings: the incidence 
of severe mental difficulties, the phenomenon of sibling and grandparent care, and the 
significant numbers of AYCs providing very high amounts of care to multiple individuals.   
  
Championing co-production, the BLNs engage AYCs and professional stakeholders on a 
continuous basis through consultation and mutual learning. The AYCs generate good practice 
ideas and feedback into ongoing ME-WE work such as the development of a supportive mobile 
app. This presentation will include key findings from the AYC perspective on the usefulness of 
BLNs and its challenges, as well as a short video featuring the voices of AYCs in The 
Netherlands’ BLN.   
  
Presentation attendees will gain an understanding of the impacts upon mental health and well-
being from a European AYC perspective. Attendees can also expect to receive 
recommendations for adapting policy, research, and social care programmes to better identify 
and support AYCs.   
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Beyond ADLs and IADLs: Improving Measurement of Caregiving Intensity 

 
Niying Li, PhD, Post-Doctoral Fellow, Pharmacotherapy Outcomes Research Center, College of 

Pharmacy, University of Utah 
Kevin Look, PhD, Associate Professor, University of Wisconsin-Madison 

 
Aside from the well-documented assistance with ADLs (activities of daily living) and IADLs 
(instrumental activities of daily living), family caregivers are providing assistance with health 
care-related activities. Using data from the 2017 National Health and Aging Trends Study 
(NHATS) and the National Study of Caregiving (NSOC), we tested six different measures of 
caregiving intensity (hours of caregiving per month, sum of ADLs, sum of IADLs, Level of Care 
Index, Cook’s index, and number of health care tasks) to examine each measure’s capacity to 
differentiate caregivers with high versus low strain. We used the area under the ROC (Receiver 
Operating Characteristic) curve (AUC) from the logistic regression models to compare each 
measure’s capacity to distinguish caregivers with low versus high strain. In the unadjusted 
model, all measures but number of health care tasks had poor AUC values, ranging from 0.54 
[number of ADLs, 95% CI (0.50, 0.58)] to 0.62 [number of health care tasks, 95% CI (0.57, 
0.66)]. The ROC curve of number of health care tasks was significantly different from the other 
curves (p< 0.01). In the fully adjusted models controlling for caregiver age, sex, race, 
relationship to the care recipient, and social support use, the AUC values for all intensity 
measures improved, with a narrow range from 0.67 to 0.68. There was no significant difference 
in AUC among all curves in the fully adjusted models (p=0.86). Since ADLs/IADLs are 
commonly used in public caregiver support programs to determine eligibility, our findings 
suggest that ADLs/IADLs are not able to identify caregivers with high strain. We suggest that 
program eligibility criteria should shift away from ADLs/IADLs and incorporate measures of 
caregiver assistance with health care tasks.   
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Understanding Participation Restriction in Mid-life Family 
Caregivers 

 
Tara Klinedinst, PhD, OTR/L, Assistant Professor, Department of Rehabilitation Sciences, College of 

Allied Health, The University of Oklahoma 
Heidi Donovan, PhD, RN, Professor, University of Pittsburgh 

Scott Beach, PhD, Director of Survey Research, University of Pittsburgh 
Juleen Rodakowski, OTD, MS, OTR/L, Associate Professor, University of Pittsburgh 

Grace Campbell, PhD, MSW, CRRN, FARN, Assistant Professor, Duquesne University 
 

Mid-life family caregivers (CGs) are at risk for participation restrictions (reduced engagement in 
valued roles and activities) due to competing demands of work, social, financial, and family 
responsibilities. When CGs experience participation restrictions, quality of care for care 
recipients (CR) decreases, while CG burden and risk for poor health increases. The purpose of 
this study was to identify personal and contextual factors associated with restricted 
participation in mid-life CGs, thus allowing us to determine potential targets for intervention. 
Participants were CGs aged 45-64 years (n = 1019) from the 2015 cohort of the National Study 
of Caregiving/National Health and Aging Trends Study. This was a cross-sectional study using 
multivariate logistic regression. More caregiving days per month (OR = 1.04, p = .02), higher 
negative aspects of caregiving (NAC) (OR = 1.42, p < .001), using respite (OR = 2.81, p < .001), 
and being a daughter (OR = 2.10, p = .01) of the CR were risk factors for participation 
restriction, while higher positive aspects of caregiving (PAC) (OR = 0.85, p = .01) was protective. 
Testing individual items from NAC and PAC scales revealed that frequent changes to the 
caregiving routine (OR = 1.94, p < .001) and having no time for self (OR = 1.85, p < .001) 
increased risk for participation restriction, while feeling closer to the CR (OR = 0.51, p < .001) 
was protective. Our findings suggest that interventions to minimize NAC and promote PAC may 
influence participation restriction in mid-life CGs. Therefore, focusing on optimizing caregiving 
routines and improving dyadic relationships may decrease participation restriction in mid-life 
CGs. The relationship between using respite and restricted participation requires more 
investigation; however, there is evidence that CGs may not use respite services until they are 
already overextended.  
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Interdependence of depressed mood in caregiver-care recipient 
dyads: Moderation by health condition and relationship type 

 
Kristin Litzelman, PhD, Associate Professor, Human Development and Family Studies, Center for 

Demography of Health and Aging, University of Wisconsin-Madison 
Nadia AI Nassar, MS, Doctoral Student, University of Wisconsin-Madison 

 
Theory and empirical evidence indicate that the well-being of caregivers and their care recipients 
is interrelated, although conflicting evidence has emerged in the literature across population 
types and data sources. To establish a more nuanced understanding of this phenomenon, we used 
data from the National Health and Aging Trends Survey and the National Survey on Caregivers 
(2015 and 2017, n=759 dyads with complete longitudinal data) to construct actor-partner 
interdependence models assessing how spillover of depressed mood varies by care recipient 
health condition (cancer, dementia, stroke, diabetes, or other conditions) and relationship type 
(spouse/partner, child, or other). Depressed mood was assessed at both time points using the 2-
item Patient Health Questionnaire. Models controlled for sociodemographic, health, and 
caregiving characteristics. Across condition types, the largest magnitude partner effects were 
observed in dyads with cancer, in which a one-point increase in caregiver depressed mood was 
associated with a 0.23-point increase in subsequent care recipient depressed mood (p=0.02) and a 
one-point increase in care recipient depressed mood was associated with a 0.33-point increase in 
subsequent caregiver depressed mood (p<0.01). Moderation by cancer status was statistically 
significant (pinteraction=0.03). Among spouse/partner dyads, caregivers’ depressed mood was 
associated with subsequent depressed mood in the care recipient (p<0.05) but there was no 
evidence of spillover from the care recipient to the caregiver. Conversely, in both adult child 
caregivers and other caregivers, there was evidence for spillover from the care recipient to the 
caregiver (p<0.05) but not the reverse. The findings show that the interrelationship in the well-
being of caregivers and care recipients varies by key caregiving characteristics, with implications 
for the development, dissemination, and implementation of interventions targeting caregiver, 
care recipient, and dyadic well-being.  
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FACE Rare: A Novel Palliative Care Intervention for Family 

Caregivers of Children and Adolescents Living with Rare 
Diseases 

 
Maureen Lyon, PhD, Clinical Psychologist, Prof. Pediatrics, Children's National Hospital 

Jamie Fraser, MD, Director, Myelin Disorders Program, Children's National Hospital 
Jessica D. Thompkins, BSN, RN, CPN, Research Nurse Coordinator, Conway Nursing 

Research Scholar, Children’s National Hospital 
 

In the U.S. a rare disease is defined as a condition affecting fewer than 200,000 
persons. Pediatric patients with rare diseases experience high mortality. Pediatric 
advance care planning (pACP), a key component of pediatric palliative care, has been 
proven to improve communication and spiritual and emotional well-being for children 
with cancer and HIV and their families. For providers, pACP, involves preparation and 
skill development to facilitate discussions about goals of care and future medical care 
choices. Due to the uncertainty surrounding a rare disease diagnosis, social isolation and 
the likelihood of parents being asked to make complex medical decisions for their child, 
rare diseases exact a severe emotional toll on families. There is an urgent need for 
interventions to ease the suffering of these families, yet few empirically validated 
interventions exist to address these issues. Moreover, children with rare diseases are a 
heterogeneous group who because of co-morbidities are often excluded from research, 
thereby creating a health disparity. Available research lacks scientific rigor. Our 
consultation with families of children with rare diseases and with the National 
Organization for Rare Disorders revealed that basic palliative care needs should be 
addressed prior to a pACP intervention. Thus, we beta tested the innovative FACE-Rare 
intervention with 7 families of children with ultra-rare diseases, integrating two, 
previously adapted for pediatrics, evidence-based interventions: Carer Support Needs 
Assessment Tool (Sessions 1 & 2) plus Respecting Choices (Sessions 3 & 4). We are 
currently pilot testing a further adapted 3-session FACE-Rare intervention with 30 
family caregivers of children with rare diseases for acceptability, feasibility, safety and 
initial efficacy on 3-month outcomes including family’s appraisal of caregiving. This 
presentation will introduce this innovative intervention and its components, 
disseminate findings from the beta testing and pilot testing, and discuss future 
directions for research. Video clips will also be presented.  
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Childhood Abuse and Adult Relationships with Perpetrating 
Parents: Impacts on Depressive Symptoms of Caregivers of 

Aging Parents 
 

Jooyoung Kong, MSW, PhD, Assistant Professor, Sandra Rosenbaum School of Social Work 
University of Wisconsin-Madison 

Jaime Goldberg, MSW, LCSW, doctoral candidate, Sandra Rosenbaum School of Social Work 
University of Wisconsin-Madison 

Sara Moorman, Ph.D., Associate Professor, Department of Sociology, Boston College 
 
Combining the stress process model of caregiving and life course perspective, this study 
examined the long-term associations among childhood abuse, relationships between 
perpetrating parents and adult children, and adult children’s well-being in the context of 
caregiving for a perpetrating parent.   
 
Using a sample of family caregivers (969 caregivers of mothers; 280 caregivers of 
fathers) from the Wisconsin Longitudinal Study, this study investigated (a) whether 
contact frequency and emotional closeness with an abusive parent mediated the 
longitudinal effects of parental childhood abuse on adult-child caregivers’ depressive 
symptoms and (b) the moderating effects of self-acceptance and mastery on this 
mediational association.   
 
Key findings indicated that in the caregivers of mothers, maternal childhood abuse was 
negatively associated with emotional closeness between an adult child caregiver and 
perpetrating mother care recipient. In turn, low emotional closeness was associated with 
higher depressive symptoms in the adult child caregiver. A lack of psychological 
resources such as self-acceptance and mastery strengthened the effect of maternal 
childhood abuse on depressive symptoms. In the caregivers of fathers, we did not find 
any significant indirect effect of parental childhood abuse on adult-child caregivers’ 
depressive symptoms.   
 
Further research is needed to explore this phenomenon in light of the heterogeneity of 
contemporary families. Practitioners are encouraged to employ a trauma-informed 
approach when working with adults with a history of parental childhood abuse who are 
caregiving for their perpetrator to maximize the caregivers’ health and well-being.    
  
Keywords: Childhood adversity, mental health, parent-adult child relationships, 
parental caregiving, stress process model  
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Comparing cancer survivors’ and their care partners’ audio 
diaries reflecting on stress and social support during the COVID-

19 pandemic 
 

Kristin Cloyes, PhD, MN, RN, Elnora E. Thomson Distinguished Professor, Oregon Health & 
Science University 

Kelly J. Mansfield, BSN, PhD Candidate, University of Utah College of Nursing 
Sarah E. Wawrzynski, BSN, PhD Candidate, University of Utah College of Nursing 

Jiawen Guo, PhD RN, Associate Professor, University of Utah College of Nursing 
 

The COVID-19 pandemic has limited access to formal support services for cancers 
survivors and their care partners. We compared sociocognitive characteristics of stress- 
and support-focused audio diaries recorded by survivors and their care partners during 
the pandemic. Survivors aged 18+ and their care partners were recruited via a U.S. 
cancer center and social media. Participants recorded audio diaries 1-5 minutes long 
reflecting on their greatest sources of stress and support via a secure online system 
during weeks 1, 5, and 9 of a 10-week study. Recordings were transcribed; Linguistic 
Inquiry and Word Count (LIWC) quantified linguistic characteristics, t tests described 
between-group differences on preselected categories capturing stress, support, affect, 
and self/other orientation; inductive analysis identified content patterns. N=51 
participants included n=28 survivors (54.9%) and n=23 care partners (45.1%); most 
were white (n=49, 96.1%), non-Hispanic/Latinx (n=48, 90.2%) heterosexual (n=50, 
98%) cisgender women (n=30, 58.8%) with a mean age of 44.7 (SD=18.04); n=30 
(60.8%) were spouses or partners. Survivors used self-referential language more than 
care partners (M=8.42, SD=2.29 vs. M=6.39, SD=2.87; t (148) =4.81, p<.0001) and 
expressed more anger (M=.1384, SD=.28013 vs. M=.0446, SD=.14559; t=2.496(149), 
p=.014). Care partners used more “we” language (M=1.3, SD=.16 vs. M=.78, SD=.13; t 
(148) =-2.56, p=.011) and tended to express more concerns about friends, family, and 
social connection (M=10.11, SD=.39 vs. M=9.15, SD=3.22; t (148) =-1.71, p=.08). There 
were no differences biological or health-related language (t (148) =1.043, p=0.3). 
Survivors stressors were pandemic-related health risks and isolation; supports included 
help from family, friends, and self-care. Care partners’ stressors were family members’ 
health, work concerns, and damaged social relationships; they relied on family for 
support and reported little interaction with formal services. Understanding specific 
pandemic-related impacts on survivors’ and care partners’ perceptions of stress, 
support, and unmet needs will be critical for providing effective support services moving 
forward.   
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Advancing Respite by Building Bridges among Respite 
Researchers 
 
Kim Whitmore, PhD, RN, CPN, Assistant Professor, College of Nursing, Marquette University 

Jill Kagan, MPH, Director, ARCH National Respite Network and Resource Center 
 
This session will describe the evolution and progress of a respite research initiative 
undertaken by the ARCH National Respite Network and Resource Center with support 
from the Administration for Community Living. ARCH convened an Expert Panel on 
Respite Research in 2013 recommending strategies for strengthening the evidence base 
for respite, an underutilized, but often requested service. The Expert Panel, composed of 
researchers, advocates, and funders, found studies that documented positive findings 
for caregiver and care recipient well-being resulting from respite. A similar number of 
studies revealed equivocal findings and research challenges. In response, the Expert 
Panel proposed a research framework with recommendations in six key areas: 1) 
Address foundational methodological concerns; 2) Research individual, family, and 
societal outcomes; 3) Conduct appropriate cost-benefit and cost-effectiveness research; 
4) Research systems change that improves respite access; 5) Research improving respite 
provider competence; and 6) Research improving respite provider competence. In 2015, 
to help implement the Expert Panel’s recommendations, ARCH formed the Respite 
Research Consortium, an interested group of respite researchers, funders, service 
providers, and advocates, and helped connect researchers with funding sources. The 
resulting research was highlighted at a Respite Research Summit in the Fall of 2020. 
The emergent themes included: defining and describing respite; research funding; 
measures and measurement; culturally appropriate research; rethinking cost-
effectiveness and cost-benefit studies; workforce development and respite access; and 
informing policy and practice with respite research. For the next phase, ARCH has 
convened the Committee for Advancement of Respite Research to: stimulate research to 
improve access to, and quality of, respite services; identify aspects of respite services 
that make them exemplary; encourage evaluation and replication of promising services; 
and help translate research findings into practice. The Committee will also identify 
methods for evaluating the impact of alternative respite options developed during the 
COVID-19 pandemic to support family caregivers.  
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The Role of Caregivers in the Quality of Life of People 
with Parkinson’s Disease: A mixed methods study 

 
Kate Perepezko, PhD, Postdoctoral Fellow, National RRTC on Family Support, University of 

Pittsburgh 
Gregory Pontone, MD, MHS, Associate Professor, Johns Hopkins School of Medicine 

Kelly Mills, MD, MHS, Associate Professor, Johns Hopkins School of Medicine 
Jared Hinkle, BS, MD/PhD Student, Johns Hopkins School of Medicine 

Joseph Gallo, MD, MPH, Professor, Johns Hopkins Bloomberg School of Public Health 
 

Many clinical factors are associated with quality of life (QOL) for people with 
Parkinson’s disease (PD). Caregivers of people with PD have a unique position and 
relationship with their care recipients and likely influence their quality of life. However, 
there is little research describing the role of the caregiver in the quality of life of people 
with PD. To address this gap, we conducted a mixed methods study among a sample of 
people with PD and their caregivers who participated in the larger Parkinson’s 
Outcomes Project study. First, we fit a latent growth mixture model to longitudinal data 
of 1,349 people with PD during a critical window of disease progression to identify the 
heterogeneity of QOL trajectories PD. Then, we used multinomial logistic regression to 
model baseline caregiver factors that predicted latent class membership. Three 
subgroups were identified based on QOL trajectories of people with PD for over 8 years. 
Low caregiver strain, when adjusting for motor and cognitive performance of patients, 
independently predicted membership in a class with better baseline QOL and gradual 
worsening of QOL over time. We investigated the findings from this growth mixture 
model further with a qualitative study conducted among a purposive sample of 
caregiver/care recipient dyads. Semi-structured interviews with 19 participants were 
conducted via Zoom. The constant comparative method guided the qualitative analysis 
of interviews. Four themes emerged from the interviews: (1) changes with PD, (2) 
managing PD, (3) challenges of caregiving, and (4) adapting to the caregiving role. 
People with PD and caregivers noted the biggest impact on their quality of life and 
shared their methods for maintaining quality of life. Additionally, caregivers identified 
multiple challenges the face and recommended methods to cope with caregiving. 
Findings from this mixed methods study demonstrate the instrumental role of the 
caregiver in PD quality of life.   
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1. Alzheimer’s Disease and Related Dementias 
2. Death, Dying, and Bereavement 

 

 

Promoting Engagement and Resilience During the Bereavement Phase of the 
Caregiving Journey 

 
Julie Silver Seidle, PhD, OTR/L, Postdoctoral Fellow, Colorado State University 

 
 

Informal care partners of individuals living with dementia face many challenges throughout their 

caregiving journey. While attention has been given to how dementia care partners face these challenges 

during the active phase of caregiving, less is known about the experience of care partners following the 

death of their loved one. This study explores the experience of spousal dementia care partners to better 

understand resilience within the context of the bereavement phase of the caregiving journey. We used a 

phenomenological approach to explore resilience of spousal dementia care partners through a first-

person account of their lived experience. Ten women, ages 62-85, participated in this study. Each was a 

primary care partner to a spouse with dementia who had passed away at least six months prior. 

Purposive criterion sampling was used to recruit women and men from local, state, and national 

organizations specializing in dementia. We used semi-structured interviews with open-ended questions 

to capture caregiving experiences via two one-hour interviews. All interviews were audio recorded and 

transcribed verbatim. Transcripts were coded and analyzed using a thematic analysis approach. While 

acknowledging fluctuations in everyday resilience, all care partners reported feeling overall resilient as 

they reflected on their caregiving journey, including bereavement. During discussions of the 

bereavement phase of the caregiving journey, all care partners expressed concepts related to resilience 

in ways that linked those concepts closely to ordinary aspects of their everyday lives. The most common 

aspects of everyday experience identified were activities (e.g., walking the dog, having coffee with a 

friend, playing pickleball), roles (e.g., friend, grandmother, volunteer), and relationships with family and 

friends. As a result, two overarching themes emerged: challenges and supports to resilience. This 

session will further discuss practice implications throughout the caregiving journey to promote 

occupational engagement and resilience during bereavement. 
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Training informal caregivers of stroke survivors with mobility limitations: A scoping 
review 

 
Aileen Chou PT, DPT, PhD Student, University of Pittsburgh 

Barbara Lutz, PhD, RN, CRRN, PHNA-BC, FAHA, FAAN, McNeill Distinguished Professor, University of 
North Carolina-Wilmington 

Scott Beach, PhD, Director of Survey Research, University of Pittsburgh, UCSUR 
Janet Freburger, PT, PhD, FAPTA, Professor, University of Pittsburgh 

 
 

Informal caregivers of stroke survivors often report the need for training on how to care for a loved one 

with functional mobility limitations. Evidence on training interventions to help informal caregivers with 

issues related to mobility are varied, and there is no consensus on how to train informal caregivers of 

stroke survivors. The objective of this scoping review was to examine the literature on skill-based 

training interventions that educate caregivers on functional mobility for care-recipients after a stroke. 

We reviewed literature from 1990-2020 and identified 21 studies that examined the effectiveness of 

skill-based training interventions and measured the care-recipients’ functional mobility outcomes. We 

followed PRISMA-ScR guidelines and Arskey and O’Malley’s framework to chart information on these 

studies. Two of the 21 studies were conducted in the U.S., while the remaining were conducted in 15 

different countries. Most interventions were initiated in the hospital (53%), during the acute phase of 

the stroke (57%) and were delivered by rehabilitation professionals (67%). Studies generally focused on 

training in mobility (e.g., walking, transfers, moving in bed) and activities of daily living (e.g., bathing, 

toileting, feeding). The average intervention duration was eight weeks, with a mean of two 100-minute 

sessions per week. Informal caregivers had a mean age of 54.2 (SD=6.3) and were predominantly female 

(68.1%, SD=15.9) spouses (58.7 %, SD=20.7). Care-recipients were 59.6% (SD=10.6) male and had a 

mean age 64.8 (SD=5.3) years. More than half of the studies reported improvement in the physical 

function of care-recipients post-intervention with a mean follow-up time of 4.4 months. Positive trials 

tended to include care recipients with less cognitive and functional mobility limitations at higher training 

dosage. Gaps in our understanding of informal caregiver training for those caring for stroke survivors are 

identified, and recommendations are provided for future research. 
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         Caregivers, Interventions, and Services during Caregiver to Survivor Transitions:  
    A Scoping Review 

 
Nytasia Hicks, PhD, Texas Advanced Geriatric Fellow, South Texas Veterans Health System 

Victoria Ngo, PhD, Health Services Research Fellow, VA Palo Alto Health System | Stanford University 
Ranak Trivedi, PhD, Assistant Professor, VA Palo Alto Health System | Stanford University  

Polly Noel, PhD, Professor/Research, Family and Community Medicine, UT Health San Antonio 
 Luci K. Leykum, M.D., MBA, M.S, Principal Investigator, Elizabeth Dole Center of Excellence for Veteran 
and Caregiver Research, Department of Veterans Affairs through the South Texas Veterans Health Care 

System 
 
 
The transition made by caregivers who are experiencing the loss of a person they care for (i.e., caregiver 

to survivor transition) is largely overlooked. We sought to identify evidence-based interventions on this 

transition, conceptually mapping published interventions, and identifying key gaps where further 

evidence is needed. We conducted a scoping review by searching 2 databases (PubMed and Google 

Scholar) for evidence-based interventions to support caregivers during their transition to survivors.  

Inclusion criteria included bereavement/survivorship of an adult, interventions targeting bereavement 

processes, or post-bereavement outcomes of caregivers. Specifically, randomized controlled trials (RCT), 

controlled trials, quasi-experimental studies, or pretest-posttest studies. We mapped interventions to 

either pre-or post-bereavement periods.  We also noted the target populations, intervention type, study 

design, outcomes assessed, and health conditions included.  We then used these data to describe the 

identified studies. Of the 920 article titles/abstracts screened, 85 records were sought for full-text 

review. The data abstraction included 69 records resulting in four key findings. First, few studies on the 

topic and relatively poor quality in terms of few RCTs. Second, several studies were focused on cancer 

and dementia. Third, intervening early in pre-bereavement periods led to better outcomes. Fourth, we 

noted interventions with differential effects depended on individuals’ baseline needs or situations. 

Finally, a relative lack of studies addressed family systems. Across the continuum of grief and loss, 

policymakers should develop the ability to support caregivers in an integrated manner. The evidence-

base related to effective interventions must be further developed.  Expanding the scope of interventions 

along the continuum would also better meet survivors’ unique needs. Due to the variation in caregiving 

arrangements and experiences, future research on supporting caregiver survivors should also consider 

improving the ability of front-line clinicians to support caregivers along their journey to survivors.  
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1. Telehealth 
2. Alzheimer’s Disease and Related Dementias 
3. Home environment and caregiving 

 

 

Informal Caregiver Perceptions of Veteran Tele-Dementia Care during the COVID-19 
Pandemic  

   
Victoria Ngo, PhD, Health Services Research Fellow, VA Palo Alto Health System | Stanford University

 Marika Blair Humber, PhD, Health Services Research Fellow, VA Palo Alto Health System | 
Stanford University  

Jennifer S. Smith, MPH, Project Staff, VA Palo Alto Health System  
Ranak Trivedi, PhD, Assistant Professor, VA Palo Alto Health System | Stanford University  

Sowmya S. Iyer, MD, MPH, VA Palo Alto Health System | Stanford University 
 

  
The COVID-19 pandemic has affected many people around the world. Some of the most vulnerable are 

the estimated 5 million persons living with dementia (PLWD) in the United States. Healthcare 

organizations, such as the Veterans Health Administration (VHA), have increased access to specialty 

services during the pandemic by offering telemedicine visits to their patients. This study explores 

informal caregivers’ perceptions of tele-dementia care for Veterans. Upon completion of a virtual visit 

with the care recipient, adult caregivers of PLWD were interviewed over the telephone regarding their 

impressions and satisfaction with the telehealth service at two sites: VA Palo Alto and VA Cleveland. 

Preliminary results show that 18 of the intended 30 interviews have been completed from 7/2021 to 

9/2021 (Mean age= 64.6y, SD= 13.1y, 83% women). Preliminary qualitative analysis reveals that 

caregivers report virtual visits are helpful because they save time with preparing for in-person visits as 

well as travel time to the appointments. Caregivers also stated that having the combination of both in-

person and virtual visits would be ideal. Thematic analysis will be completed by the time of conference 

and will provide insight to how caregivers experience virtual visits for dementia care and will shape 

future intervention design.   
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Exploring Caregivers’ Oncology Pretreatment Experiences 
 

Susan Birkhoff, PhD, RN, Postdoctoral Scholar, University of Pittsburgh School of Nursing 
Young Ji Lee, PhD, MS, RN, Assistant Professor, University of Pittsburgh School of Nursing 

 
 

Oncology pretreatment education is considered a cornerstone in preparation for cancer therapy 

(American Cancer Society, 2020). However, standard pretreatment education may not take into account 

caregivers’ unique needs when preparing for treatment (Lambourne, et al., 2019) potentially leading to 

poor experiences. A qualitative descriptive study was conducted to explore caregivers’ needs when 

preparing their loved one’s treatment and their suggestions to improve this process. Participants 

responded to anonymous surveys posted on social media sites. Demographic data were analyzed using 

descriptive statistics (frequency and percentage) and qualitative data were analyzed using an inductive 

approach to generate themes. Participants (N=12) were mostly female (n=10, 83%), white (n=9, 75%), 

married (n=10, 83%), and well educated (n=8, 67%). They ranged in age from 26 years to greater than 65 

years. Three major themes emerged based on caregiver experiences when preparing for treatment: a 

difficult struggle, an emotional toll, and being a constant source of support. Themes to improve the 

pretreatment experience included using different modalities to deliver educational information and 

providing more clinician based resources and support. Congruent with our findings, the pretreatment 

period is fraught with many emotions for caregivers (Lambourne et al., 2019). During this period, 

clinicians have limited contact with caregivers to answer their questions or to offer support. Using a 

virtual reality experience could be an innovative modality to enhance and complement standard 

pretreatment preparation, as well as offer a form of support until caregivers have consistent 

interactions with clinicians.  
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Family Care Partners and their Key Role when AD Biomarker Results are Disclosed 

 
Jeong Eun Kim, BSN, RN, PhD Student, University of Pittsburgh 

Jennifer Lingler, PhD, MA, CRNP, FAAN, Professor and Vice Chair of Research, University of Pittsburgh 
Lisa Tamres, MS, Project Coordinator, University of Pittsburgh 

 
 

Amyloid PET scans provide information about individuals’ risk for developing Alzheimer’s 

disease (AD) by imaging the buildup of amyloid plaque in the brain. Once only disclosed to 

patients within the context of research, the recent FDA approval of the first anti-amyloid drug 

for AD may propel the use of PET scan in clinical practice. The purpose of this study was to 

examine the role of family care partners during amyloid PET results disclosure sessions. We 

used qualitative description to analyze transcripts from audio-recorded results disclosure 

sessions attended by dyads comprised of 34 participants with mild cognitive impairment (MCI) 

and 36 family care partners. In-person disclosure sessions were conducted by a study physician 

who delivered a scripted statement followed by time for open discussion. We conducted line by 

line coding of disclosure session transcripts, progressing to a thematic analysis to categorize the 

frequency and nature of the questions raised during the open-ended segment. On average, 

participants asked 5.6 questions and care partners asked 3.9. The 13 dyads receiving positive 

amyloid results (high risk for AD) asked 13.8 questions on average, while the 21 dyads receiving 

negative amyloid results asked 6.9. Seven themes were noted: study logistics, AD 

education/guidelines, result clarification, next steps given result, outside resources, requests 

for scan images, and “other.” The most frequently asked questions (n=107) fell under AD 

guidelines and next steps (n=66), which focused on treatment options and actions to be taken. 

Overall, the dyads were actively engaged and asked relevant questions during disclosure 

sessions. The care partners in this study are not necessarily caregivers at this time as the 

participants with MCI are relatively high functioning, independent individuals. However, this 

data highlights the role of care partners beginning to advocate for their family members and 

facilitate communication during high stakes medical encounters. 
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Caregivers' Perceptions Regarding Intra-Hospital Transitions and Discharge Readiness 
 

Alycia Bristol, PhD, RN, AGCNS-BC, Assistant Professor, University of Utah 
Andrea Wallace, PhD, RN, FAAN, Associate Dean for Research,  University of Utah 

Eli Iacob, PhD, Research Assistant Professor, University of Utah 
Catherine Elmore PhD, RN, University of Utah 
Erin Johnson, PhD; Lisa Barry, MBA, BSN, RN 

 
 
Intra-hospital transitions represent the movement of patients between hospital units, rooms, and beds. 

While transitions are often clinically necessary, such as a transfer from the ED to an intensive care unit 

or medical-surgical unit, transitions also occur due to administrative reasons, such as bed or staff 

availability. Caregivers often serve as liaisons between the patient and healthcare professionals. 

However, communication between caregivers and healthcare professionals is often lacking and 

caregivers are frequently excluded from care planning during intra-hospital transitions. Transfers to 

inappropriate units may delay or decrease discharge planning. Delayed and/or low-quality discharge 

planning may increase caregiver strain, result in an inability to embrace new care activities, and has 

been shown to increase caregiving burden and rates of hospital readmissions. Using a mixed-method 

approach, we sought to understand critical transition factors associated with caregiver discharge 

readiness. Using a subset of a larger study for which patient and caregiver data were available (n=268), 

we describe characteristics of intra-hospital transitions and caregiver versus patient discharge readiness 

scores. We are conducting semi-structured interviews with caregivers (n=20-30) to identify common 

attitudes towards readiness for discharge and experiences during intra-hospital transitions. We will 

compare and integrate the quantitative findings with the exploratory qualitative data. Results from this 

study help to identify key factors of intra-hospital transitions influencing caregivers’ discharge readiness, 

and will support future development of an intra-hospital transitions assessment instrument. 

Furthermore, this study supports a beginning ability to measure the potential influence of intra-hospital 

transitions on inpatient care coordination and involvement of caregivers during discharge planning.  
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Examining personal social support networks and interactions of sexual and gender 
minority (SGM and non-SGM cancer survivors and their care partners: A pilot study 

 
Kristin G. Cloyes, PhD, MN, RN, Associate Professor, University of Utah College of Nursing,  

 Jia-Wen Guo, PhD, RN, Associate Professor, University of Utah/College of Nursing  
Kelly J. Mansfield, BSN, RN, PhD Candidate, University of Utah College of Nursing  
Sarah E. Wawrzynski, BSN, CCRN, PhD Candidate, University of Utah College of Nursing  

Eric C. Jones, PhD, Assistant Professor, The University of Texas Health Science Center at Houston 
Maija Reblin, PhD, Associate Professor, University of Vermont College of Medicine 

 
Informal social support is a critical resource for cancer survivors and their care partners, particularly 

those who are underserved by formal services. Our prospective pilot study described the personal social 

support networks and interactions of sexual and gender minority (SGM) and non-SGM survivor-care 

partner dyads. Cancer survivors aged 18+ and their primary care partners were recruited from two U.S. 

cancer centers and via social media, purposively sampling for SGM survivors. Characteristics of 

participants’ personal support networks (up to 10 members) were assessed at baseline. Daily online 

surveys tracked participants’ support interactions (frequency, type of support) within these networks 

over 14 days. Data were descriptively summarized and compared between groups (survivors/caregivers, 

SGM/non-SGM). Fourteen dyads participated (N=28); average age of participants was 40.8, SD=18.26) 

and 11 participants (6 survivors, 5 care partners) were SGM. Mean network size was six (SD=2.18, range 

2-10) representing both relatives (M=3.55, SD=1.44, range 1-7) and non-relatives (M=2.82, SD=2.26, 

range 1-7). There were no significant between-group differences in network size, age (M=49.24, 

SD=9.79), relative/non-relative ratio, or overall number of interactions (M=27.75, SD=15.6). There were 

no survivor/care partner differences in network structure or daily interactions. Compared with non-SGM 

participants, SGM networks were less dense (M=10.1 vs. 17.4, p=.02), less cohesive (M=10.1 vs. 17.4, 

p=.02) more centralized (M=18.3 vs. 12, p=.047) and included more SGM members (M=21 vs. 10.3, 

p<.001). SGM participants interacted more with SGM vs. non-SGM members (p<.001), reported more 

emotional, instrumental, and appraisal support from SGM members (all p<.001). Although network and 

interaction frequency were similar across groups, differences in SGM social networks suggest both more 

precariousness within SGM participants’ networks and the importance of other SGM members for 

support. Understanding the implications of network and interaction dynamics for survivor and care 

partner social support requires more robust, dynamic methods and is a focus of ongoing work.   
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“We’ve changed, the world’s changed”: Cancer survivors’ and caregivers’ views on 

COVID-19 vaccination 
 

Kelly J. Mansfield, BSN, RN, PhD Candidate, University of Utah, College of Nursing 
Sarah E. Wawrzynski, BSN, CCRN, PhD Candidate, University of Utah, College of Nursing  

Marilisa Vega, Research Assistant, University of Utah, College of Nursing 
Jia-Wen Guo, PhD, RN, Associate Professor, University of Utah, College of Nursing 

Kristin G. Cloyes PhD, MN, RN, Associate Professor, University of Utah, College of Nursing 
 
 

Cancer survivors and caregivers have experienced increased anxiety and social isolation during the 

pandemic, particularly in the period before COVID-19 vaccines became widely available. The purpose of 

this analysis is to describe cancer survivors’ and caregivers’ perceptions of personal impacts of the 

COVID-19 vaccine. The parent study explored social support networks and interactions of cancer 

survivors and caregivers during the pandemic. Eligible participants were survivors ≥ 18 years of age with 

a cancer diagnosis within 5 years who identified a primary caregiver ≥18 years old who also consented 

to participate. Participants in the parent study (N=64) had the option to record 3 online audio diaries, 1-

5 minutes long, over a 3-month span describing sources of stress and support. When COVID-19 vaccines 

became available, active participants and those who agreed to be re-contacted (n=63) were offered the 

opportunity to record one additional diary about the personal impact of vaccine availability on their 

daily lives. These audio diaries were transcribed and inductively coded. Descriptive statistics summarized 

demographic data, and themes were narratively summarized. Twenty one (33.3%) participants recorded 

the vaccine-related diary, including n=8 caregivers (38.1%) and n=13 survivors (61.9%) who were mainly 

partners/spouses (76.2%,n=16); participants were predominantly white (95.2%,n=20), male 

(52.4%,n=11), and heterosexual (95.2%,n=20), with a mean age of 56 (SD=17.16). Overall, audio diaries 

focused  on changes in daily life related to cancer history and the vaccine rollout, including resumption 

of social interactions and travel, and integration of public health measures as the “new normal”. 

Survivors expressed a variety of emotions including relief, worry, resentment, and uncertainty. 

Caregivers described concerns about their partner’s safety and failed public health strategies. 

Understanding the impact of both the pandemic and vaccination on cancer survivors and their care 

partners will help identify the supportive measures necessary to help this population transition into a 

post-pandemic era.  
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Online Interventions to Support Family Caregivers: The Value of Community-Engaged 

Research Practices 
 

Rebecca Utz, PhD, Professor, University of Utah  
Terrill Alexandra, PhD, Adjunct Assistant Professor, University of Utah 
Amber Thompson, Graduate Research Assist (RA), University of Utah 

 
 
Family members provide significant amounts of unpaid care to aging, chronically ill, and disabled 

persons in their homes.  They often do this with little education or support and commonly report feeling 

overwhelmed and stressed.  Providing education and support to family caregivers has demonstrated 

benefit on the health and well-being of the caregiver and care-receiver. However, because “caregiver” is 

not a reimbursable category in health care, caregiver interventions need to be delivered in a cost-

efficient way. Technology-delivered and self-administered intervention models are increasingly being 

recommended as a pragmatic way to support aging families in our communities. This paper outlines the 

redevelopment of two behavioral interventions to an exclusively online delivery format. This case-study 

analysis presents a model for community-engaged intervention research practices, which have the 

potential to create interventions that are more sustainable and more likely to be implemented than 

those designed and tested with more traditional research methodology. 
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Understudied Caregiver Populations   F11 
Topic Areas 

1. Care Values and Preferences 
2. Home environment and caregiving 

 
The Circle of Care Guidebooks: Application of a Research-to-Practice Model to Inform 

the Development of Caregiver Resources 
 

Fawn Cothran, PhD, RN, GCNS-BC, FGSA, Hunt Research Director, National Alliance for Caregiving 
Mousumi Bose, PhD, Assistant Professor, Montclair State University 

Lauren Tokarewich, MLIS, Senior Manager, Special Projects, National Alliance for Caregiving 
 
 

Rare diseases are defined as those that affect less than 200,000 people in the U.S. It is estimated that 

over 30 million Americans are affected by a rare disease, with half of them being children. Family 

caregivers who care for these millions of children provide an important backbone to our health care 

system, yet little is understood about their experiences and needs. A 2018 national report conducted by 

the National Alliance for Caregiving and Global Genes surveyed 1,406 rare disease caregivers and found 

that their caregiving experiences require a high level of expertise, are difficult to navigate, and present 

with considerable barriers to identifying and accessing services and supports. The findings from this 

report prompted targeted listening sessions with rare disease caregivers. These sessions revealed that 

rare disease caregivers had difficulty navigating the both the healthcare and educational system for their 

children, and that rare caregiving was time-intensive, long-term, isolating and emotionally draining. 

These combined qualitative and quantitative findings resulted in the creation of The Circle of Care 

Guidebook for Caregivers of Children with Rare and or Serious Illnesses, using evidence to inform 

guidance and practice. The guidebook translates research and lived experiences into a comprehensive 

resource to support the needs of caregivers of children with rare disease through every step of their 

care journey. This research-to-practice model is one that could be emulated in other special disease and 

understudied populations in order to provide targeted and curated supports to better serve the needs 

of those caregivers, to lessen the challenges of their care and to improve on the challenges of their care 

experiences. 
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Cross-Cutting Assessment and Interventions  F12 
Topic Areas 

1. Education and Training of Caregivers 
2. Minority and Diverse Populations 
3. Health Promotion for caregivers 

 
Testing a Virtual Caregiver Program to Build Resilience: Challenges, Innovations & 

Baseline Preliminary Data 
 

Julian Montoro-Rodriguez, PhD, Professor, UNC Charlotte 
Dolores Gallagher-Thompson, PhD, ABPP, Professor Emerita, Department of Psychiatry and  

Behavioral Sciences, Stanford University 
 Larry Wolford Thompson, PhD, ABPP, Emeritus, Stanford University, School of Medicine 

Jennifer Ramsey, Full-Time Lecturer, Case Western University  
Kendra Jason, PhD, Associate Professor, UNC Charlotte  

Ann Choryan Bilbrey, PhD. CEO, Optimal Aging Center  
Bruno Kajiyama, CEO, Photozig, Inc.  

 
 

To reduce the negative impact of COVID-19 pandemic restrictions on mental health among family 

caregivers, educators and health professionals have turned to technology to help caregivers reduce 

burden, stress, and depression. Our team at the University of North Carolina at Charlotte in 

collaboration with The Optimal Aging Center is testing the efficacy of the Caregiver Thrive, Learn, and 

Connect (TLC) Virtual Program. The Caregiver TLC is adapted from the Coping with Caregiving evidence-

based program developed by Gallagher-Thompson et al. (2003). It is delivered via a HIPAA compliant 

telehealth platform (e.g. Zoom) in a small group format led by trained staff from community partners in 

North Carolina serving socio-demographically diverse caregivers.  We discuss strategies to overcome 

challenges associated with recruitment of a diverse sample of caregivers, and training caregivers to 

learn how to use effectively zoom technology. We also discuss innovations to deliver the program, such 

as the development of a comprehensive website to access informational resources (webinars) for 

caregivers and facilitators (caregivertlc.org), and the development of a virtual community of caregivers 

to facilitate social interactions. The ongoing randomized trial compares the Caregiver TLC condition to a 

control waitlist group (2020-2022). Currently we have 70 registered participants for the program, 48 

have completed the technology use survey, and 36 have completed baseline assessment and the 

program 6-week workshop. Preliminary baseline data show that 70% (n = 49) provide care to persons 

with ADRD. Most of them are female (87%), Caucasians (67%), and African Americans (29%) descent. 

Most are 60 years or older (71%), married (74%), retired (45%), and working (38%).  Participants scores 

on the PHQ-9 depression measure ranged from 1 to 24 (M = 8.9, SD = 5.4) with 47.2% (n = 14) meeting 

the clinical criteria for moderate to severe depression.  
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Cross-Cutting Assessment and Interventions  F13 
Topic Areas 

1. Psychosocial Well-Being 
2. Cancer 
3. Dyadic research 

 
Yoga Therapy for Family Caregivers of Primary Brain Tumor Patients: A 3-Arm Pilot 

Randomized Controlled Trial 
 

Meagan Whisenant, PhD, APRN, Assistant Professor, The University of Texas Health Science Center  
at Houston, Cizik School of Nursing 

Jing Li, MD, PhD , Associate Professor, The University of Texas MD Anderson Cancer Center 
Shiao-Pei Weather, MD, Associate Professor, The University of Texas MD Anderson Cancer Center 

Yisheng Li, PhD Professor, The University of Texas MD Anderson Cancer Center 
Rosangela F Silva, MBA, Mind-Body Intervention Specialist, The University of Texas MD Anderson Cancer Center 

Stella Snyder, MS, Mind-Body Intervention Specialist, The University of Texas MD Anderson Cancer Center 
Ya Chen Tina Shih, PhD, Professor, The University of Texas MD Anderson Cancer Center 

Eduardo Bruera, MD, Professor, The University of Texas MD Anderson Cancer Center 
Lorenzo Cohen, PhD, Professor, The University of Texas MD Anderson Cancer Center 

Kathrin Milbury, PhD, Associate Professor, The University of Texas MD Anderson Cancer Center 
 
 
Seeking to address the well-documented burden of caring for a loved one with a high-grade glioma, this 

pilot RCT compared the feasibility and preliminary efficacy of a dyadic versus individual yoga intervention 

as a supportive care strategy for family caregivers. Dyads were randomized to a patient-caregiver dyadic 

yoga (DY), an individual caregiver yoga (CY) or a usual care (UC) arm. The 15-session interventions were 

delivered either in-person or via Zoom. All caregivers were assessed (QOL, SF-36; caregiver burden, CRA) 

at baseline, 6- and 12- weeks later, with a subset completing qualitative interviews at 12-weeks. We 

randomized 23 dyads to the DY, 22 to the CY, and 22 to the UC arm. Attendance in the DY was higher than 

in the CY group (session means, DY=12.23, CY=9.00; P=.06, d=.57). Caregivers (80% female; 78% non-

Hispanic White; mean age=53 years) reported significantly more overall subjective benefit in the CY 

compared to the DY arm (P<.05, d=1.45). A clinically significant, medium effect size was found for 

improved QOL in favor of the CY over the DY group (P=.07; d=.67). 

Caregivers in the CY group also reported less caregiving-related health declines compared to the DY group 

(P<.05; d=.42). Caregivers in the CY group reported less caregiving-related financial burden than the UC 

group (P=.08; d=.35). Qualitative findings suggest that while all DY participants reported that they enjoyed 

practicing yoga together, caregivers in the CY group valued practicing yoga alone as doing something for 

themselves. Despite lower attendance, caregivers in the CY arm reported greater subjective overall 

benefit, experienced better mental QOL and less caregiver burden compared with those in the DY and UC 

comparison arms. It appears that individual rather than dyadic delivery may be a superior supportive care 

approach for this vulnerable caregiver population. An adequately powered, larger efficacy trial is 

warranted. 
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Emerging issues in Caregiving  F14 
Topic Areas 

1. COVID-19 Pandemic 
2. Social Determinants of Health and Caregiving 
3. Psychosocial Well-Being 

 

 

Neighborhood Support and Caregivers’ Well-being during the COVID-19 Pandemic 
 

Kristin Litzelman, PhD, Associate Professor, University of Wisconsin-Madison 
Christina Kim, MS, Doctoral Candidate, University of Wisconsin-Madison 

Nicole Werner, PhD, Associate Professor, University of Wisconsin-Madison 
Beth Fields, PhD, OTR/L, BCG, Assistant Professor, University of Wisconsin-Madison 

 
 
The COVID-19 pandemic has presented unique challenges to caregivers. Previous studies have 

demonstrated that both caregiving intensity and caregiver burden have significantly increased during 

the pandemic. Considerable evidence suggests that social support is an important factor associated with 

lower burden in caregivers, and anecdotal evidence during the pandemic indicated that neighborhood 

support was particularly impactful for caregivers. Using data from the Survey of the Health of 

Wisconsin’s COVID-19 Community Impact Survey (Wave 1: May-June 2020), this study examined how 

neighborhood sense of community moderated caregivers’ (n=71) and non-caregivers’ (n=1089) global 

stress and traumatic distress during the pandemic. Caregivers were self-identified survey respondents 

currently providing care for an adult with illness or disability. Outcomes were measured with the 

Jackson Heart Study’s Global Stress Scale and the Impact of Event Scale (modified to reference the time 

since the start of the COVID-19 pandemic). Items were summed for each scale (global stress: range=0-

27, mean=4.6, standard deviation [sd]=4.3, Cronbach’s alpha=-.78; traumatic distress: range=4-20, 

mean=7.9, sd=3.2, alpha=0.75). Neighborhood sense of community was measured with the Brief Sense 

of Community Scale (range=0-28, mean=18.1, sd=5.5, alpha=0.92). Participants also reported 

demographics and experiences with COVID (such as potential exposures, perceived threat, and coping 

behaviors). Descriptive statistics compared the caregivers and non-caregivers across all variables. 

Multivariable linear regressions indicated that caregivers reporting low sense of community had greater 

stress than non-caregivers (predicted mean=10.9 in caregivers vs. 5.6 in non-caregivers, p<0.001), but 

these differences were minimal with high sense of community (predicted mean=3.6 in caregivers vs. 3.1 

in non-caregivers, p>0.05). Similar results were seen for traumatic distress. These results suggest that 

community-based support was critical in mitigating adverse psychosocial outcomes for caregivers during 

the pandemic and should be considered a target for enhancing resilience and positive psychological 

outcomes in caregivers.  

68



Understudied Caregiver Populations   F15 
Topic Areas 

1. Communication 
2. Long term care 
3. Palliative Care 

 
Context Matters: Caregiver Engagement in Serious Illness Communication in the Long-

term Acute Care Hospital Setting 
 

Kristin Levoy PhD, MSN, RN, OCN, CNE, Assistant Professor, Indiana University, School of Nursing  
 Rebecca Ashare, PhD, Associate Professor, University of Buffalo, Department of Psychology 

 Niharika Ganta, MD, MPH, Assistant Professor of Clinical Medicine; Medical Director, Palliative 
Care Programs, Hospital of the University of Pennsylvania 

Nina O'Connor, MD, Chief Medical Officer, Penn Medicine at Home, University of Pennsylvania, 
Perelman School of Medicine 

Salimah Meghani, PhD, MBE, RN, FAAN, Professor of Nursing, University of Pennsylvania, School of 
Nursing 

 
 
The prolonged management of critical illnesses in long-term acute care hospitals (LTACH’s) make 

palliative care interventions, like serious illness communication (SIC), an imperative. SIC in the LTACH is 

onerous as healthcare providers often lack training and patients are typically unable participate—

making caregivers the center of these interactions. This study characterized caregiver engagement in SIC 

encounters in the year following a SIC healthcare provider training in an LTACH. SIC notes documented 

in the electronic health record were qualitatively analyzed using an a priori coding framework and open 

coding in NVivo. Before thematic analysis, the codes were grouped according to a SIC quality context, 

which considered two underlying features of the encounter—evidence of prognostic understanding and 

documented treatment preferences. This resulted in four contexts, SIC with: 1) prognostic 

understanding and documented preferences, 2) prognostic understanding, but undocumented 

preferences, 3) a lack of prognostic understanding, documented preferences, or 4) a lack of prognostic 

understanding and undocumented preferences. Across 125 patient cases, 251 SIC notes were analyzed. 

Most patients were admitted for respiratory failure (79%), and caregivers typically spouses or adult 

children (69%). Four manifestations of caregiver engagement emerged. In the highest quality context 

(prognostic understanding and documented preferences) caregivers were engaged in SIC as upholders of 

patients wishes. With prognostic understanding, but undocumented preferences, caregivers tended to 

be deferrers of healthcare decision-making. In the opposing context (lack of prognostic understanding, 

documented preferences), caregivers were searchers, intent on treatment options. Under poor 

circumstances (lack of prognostic understanding and undocumented preferences), conflict emerged, 

where caregivers were instigators of disagreements with the healthcare team or family. These findings 

underscore the important influence of the SIC quality context on caregivers’ engagement in SIC and 

should be considered in priming these interactions in a way that meets both patients’ and caregivers’ 

needs and facilitates healthcare decision-making.  
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Understudied Caregiver Populations   F16 
Topic Areas 

1. Mental Health 
2. Family and Intergenerational Relations 
3. Education and Training of Health Professionals to support caregivers 

 
Mental Health Needs of Kinship Caregivers of Young Children in Rural Communities 

 
Laura Dietz, PhD, Associate Professor, University of Pittsburgh 
Kondis Peyton, BS, Graduate Student, University of Pittsburgh 

 
 
Opioid use and suicide are interrelated epidemics that disproportionally affect individuals living in rural 

areas and will have significant public health consequences on the next generation of adults who 

experienced parental impairment, absence, or premature death as children. Rural communities in the 

Appalachian corridor have seen dramatic increases in the number of kinship caregivers, aging family 

members serving as custodial guardians to children removed from their parents’ care due to substance 

use or premature death. The unique challenges for older adult caregivers include parenting and accessing 

mental health services for at-risk children. Barriers to accessing services in rural communities may include 

the lack of public transportation and few integrated behavioral health services in pediatric primary care 

or rehabilitation settings. While telehealth offers a way to provide mental health services remotely, 

feasibility and acceptability issues, such a lack of technology literacy in older caregivers, must be explored 

and proactively addressed. This poster will present data from an on-going research study that aims to 

assess the mental health needs of kinship caregivers and their children in Cambria County, a rural 

community in southwest Pennsylvania that has been disproportionately affected by the opioid and suicide 

crises, and more recently the COVID-19 pandemic. We will present data from 20 kinship caregivers with 

children ages 6-13, including questionnaires about mental health issues and qualitative data from focus 

groups with caregivers regarding their utilization and barriers to accessing services for children, including 

issues accessing and using technology-based health platforms. We will use this information to adapt and 

develop training procedures for an internet resource for older kinship caregivers and partner with 

community stakeholders in Cambria County to develop a family navigator program to increase kinship 

caregivers’ access to mental health services for children living in these rural areas.    
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Cross-Cutting Assessment and Interventions  F17 
Topic Areas 

1. Cancer 
2. Dyadic research 

 
Development and Feasibility of a Family Caregiver-Patient Team-based PST 

Intervention after HCT 
 

Donna Posluszny, PhD, ABPP, Assistant Professor, University of Pittsburgh 
Dana Bovbjerg, PhD, Program Co-Director and Professor, University of Pittsburgh 

Mounzer Agha, MD, Program Director, UPMC Hillman Cancer Center 
Mary Amanda Dew, PhD, Program Director and Professor, University of Pittsburgh 

 
 
Family caregivers are critically important in helping patients adhere to complex medical regimens, 

particularly after hospital discharge for allogeneic hematopoietic cell transplantation (HCT) where a 

family caregiver is required.  We developed a brief 4 session intervention based on the principles of 

Problem Solving Therapy (PST) in which the family caregiver and patient work together as a team to 

learn skills and strategies to improve their joint management of the post-HCT medical regimen, and to 

support one another in this effort. We piloted our intervention (DPST; Dyadic PST) for in person delivery 

at the clinic, and then refined and migrated to video delivery to increase the intervention’s potential 

scalability and sustainability. We also piloted an Enhanced Usual Care intervention of equal duration to 

serve as a control.  Participants (n=24 or 12 dyads) reflected a variety of relationships including spousal, 

adult child, parent, and sibling, and all dyads completed the CSQ-8 (ratings from 0=low to 4=high) after 

intervention end.  Dyads in the DPST arm highly rated the program quality (mean 3.8), satisfaction with 

help received (mean 3.8), and overall satisfaction (mean 3.8).  We noted differences in the ways dyads 

participated via video conference in their home versus those dyads who participated in the in-person 

sessions at the clinic.  With video conferencing, dyads spontaneously showed the interventionist various 

aspects of their home environment that impacted their medical regimen adherence, such as the method 

they used to organize medications and their supply of plastic wraps for the catheter. Further, this view 

into the dyads’ home environment, which is where they carry out most of the medical regimen, afforded 

a unique perspective on how they handle the regimen on their own.  Our future work seeks to further 

refine the intervention and take advantage of its delivery in the home environment.   
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Emerging issues in Caregiving  F18 
Topic Areas 

1. Aging in Place 
2. Home environment and caregiving 

 
Facilitators and Barriers to Implementing CAPABLE with Older Adults and their 

Caregivers 
 

Tucker Alchin, OTS, Research Assistant, University of Pittsburgh 
Beth Fields, PhD, OTR/L, BCG, Principal Investigator, University of Wisconsin 

Pamela Toto, PhD, OTR/L, BCG, FAOTA, FGSA, Principal Investigator, University of Pittsburgh 
 

 
Area Agencies on Aging (AAA) are public or private nonprofit entities designated by a state to coordinate 

and offer services that help older adults and their caregivers age in place.  The Community Aging in 

Place, Advancing Better Living for Elders (CAPABLE) is an evidence-based person-centered program 

involving an occupational therapist, nurse, and handyman to promote aging in place. Despite the 

success of CAPABLE, agencies like the AAA often face challenges when implementing evidence-based 

programs. The purpose of this research was to explore facilitators and barriers to implementing 

CAPABLE with older adults and their caregivers through an existing regional AAA. 

A qualitative study was conducted and guided by the Consolidated Framework for Implementation 

Research (CFIR). Two focus groups were conducted with stakeholders, including providers and 

administrators from an AAA. Interviews were conducted with 10 older adults and their caregivers.  

Reflective memos were created by researchers after four meetings with AAA leadership. Field notes 

were completed by CAPABLE interventionists after 12 sessions with older adults and their caregivers. 

Thematic analysis of data were completed using NVivo 12 Pro. 

Several themes emerged and aligned with the CFIR: leadership engagement, knowledge and beliefs 

about the program, complexity of the program, available resources, and cost.  Providers recognized the 

need to identify a champion within the AAA to review eligibility and make referrals to CAPABLE. 

Administrators expressed concerns about sustaining CAPABLE given associated costs, highlighting the 

importance of tracking outcomes. Older adults and caregivers emphasized the importance of clear 

guidelines, opportunities for hands-on training, and choice regarding the level of caregiver involvement.  

We concluded that the use of multiple sources of data shed light on facilitators and barriers to 

implementing CAPABLE in an AAA and emphasize the importance of stakeholder engagement prior to 

and during implementation of an evidence-based program for older adults and their caregivers. 
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Understudied Caregiver Populations   F19 
Topic Areas 

1. Education and Training of Caregivers 
2. Disability 
3. Diversity, Equity and Inclusion 

 

 

LEND Pittsburgh Short-Term Traineeship: Providing Rural Caregivers Opportunities to 
Affect Policy 

 
Dori Cameron Ortman, CC, Family Faculty, LEND Center of Pittsburgh 

 
 

Disability policies affect how resources are allocated, greatly impacting children with disabilities and 

their family caregivers, especially those living in rural areas with limited access to specialized health care 

services. Caregivers of children and youth with disabilities benefit from knowledge gained in policy and 

intentional advocacy in order to improve the health and well-being for children, youth, families, and 

communities.   The LEND (Leadership Education in Neuro-Developmental Disabilities) Center of 

Pittsburgh is committed to providing virtual opportunities to foster leadership growth in caregivers in 

rural areas. LEND Pittsburgh’s Short-Term Traineeship (STT) increases caregivers’ knowledge about 

policies and legislation that protect individuals with disabilities and advances their well-being and 

independence. Through an online learning format, the STT program provides caregivers in rural areas 

with an introduction to policies that impact children and youth with disabilities in education, 

accessibility, and vocational preparation. The STT program then supports caregivers in effectively 

communicating their lived experiences as a strong advocacy message which is distributed to legislators 

so that they may understand the impact of policies from a personal perspective. The STT opportunity 

provides caregivers in rural areas the opportunity to influence and affect policy decisions by sharing 

their personal stories to key decision makers. Additionally, STT participants present their final advocacy 

project at LEND Pittsburgh’s annual Leadership Day alongside graduate and doctoral students, 

caregivers from non-rural areas, and self-advocate trainees. Leadership Day is attended by University of 

Pittsburgh faculty, UPMC Children’s Hospital of Pittsburgh professionals, and community leaders in the 

disability field. The STT program strives to provide equity to caregivers in remote locations, an often 

overlooked population. 
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Caregiving as a Public Health Priority  F20 
Topic Areas 

1. Comparative Caregiving Research 
2. Life-course perspective on caregiving 
3. Policy  

  
“Out of Duty and Love”: Experiences and Needs of Diverse Family Caregivers 

 
Megan C. Thomas Hebdon, PhD, DNP, RN, NP-C, Assistant Professor, University of Texas at Austin School 

of Nursing  
Sarah A. Neller, MSN, APRN, AGPCNP-BC, PhD Candidate, University of Utah  
Emily Wickens, Undergraduate Student, University of Utah, School of Nursing  

Debra L. Scammon, PhD, MS, Professor, University of Utah, David Eccles School of Business  
Rebecca L. Utz PhD, Professor, University of Utah, Department of Sociology  

Kara B. Dassel, PhD; Alexandra L. Terrill, PhD; Lee Ellington, PhD; Anne V. Kirby, PhD, OTR/L 
 
 

The purpose of this study is to understand the shared and divergent lived experiences of family 

caregivers who provide care to individuals across a broad range of ages, caregiving relationships, and 

health conditions and/or disabilities. Family caregivers provide care for individuals with an acute or 

chronic condition who need assistance to manage a variety of tasks that can include activities of daily 

living, community mobility and access to services, and health management. Family caregiver research is 

typically siloed by health condition or by caregiving relationship. Understanding the experiences of 

diverse family caregivers is valuable to direct future health policy and resources to address family 

caregivers’ needs more broadly. We hosted three virtual focus groups with a purposive sample of 

caregivers (n=26) caring for an individual with a long-term disability and/or health condition(s). We 

conducted a qualitative thematic analysis using an iterative, inductive process. Participants had varied 

demographic characteristics including gender (Female=19(73%); Male=7(27%)); race/ethnicity 

(White=14(54%); Black=4(15%); Hispanic=3(12%); Asian/Pacific Islander=5(19%)); household income 

(<50,000=10 (36%); ≤50,000=15(58%)); education level (high school=2(8%); some college=10(39%); 

bachelor’s degree=8(31%); graduate degree=6(23%)); and relationship to care recipient (caring for 

parent=8(31%); caring for child=8(31%); caring for spouse/partner=5(19%); caring for sibling=3(12%); 

caring for other=3(12%)). Participants primarily expressed shared experiences, despite having unique 

caregiving situations. We identified themes among their a) experiences: Doing It All; Changes Over Time; 

Complex Emotions; and Expectations and b) needs: Breaks and Care of Self; Help, Support and 

Resources; and Understanding and Recognition. These findings emphasize that many elements of the 

caregiving experience transcend care recipient age, condition, and relationship, and are applicable to 

clinicians, researchers, and policy makers. The evidence of shared caregiver experiences can guide 

efficiencies in policy and practice, such as pooling of existing resources and supports, and through the 

expansion of existing interventions to meet the needs of a broader population of caregivers.   
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Caregiving Across Transitions  F21 
Topic Areas 

1. Cancer 
2. Technology: Caregiver Interface and Use 
3. End-of-Life Caregiving 

   
 

 

 

Symptoms and Emotions: Hospice Cancer Caregivers’ Audio Diary Comparisons 

 

Megan C. Thomas Hebdon, PhD, DNP, RN, NP-C, Assistant Professor, University of Texas at Austin School of Nursing 
Miranda Jones, BS, Graduate Student, University of Michigan  
Marilisa Vega, Undergraduate Student, University of Utah  

Susan Rosenkranz, Qualitative Analyst  
Kristin Cloyes, PhD, MN, RN, Associate Professor, University of Utah College of Nursing  

Maija Reblin, PhD; Kathi Mooney, PhD, RN, FAAN; Anna Beck, MD; Lee Ellington, PhD 
 

 
Hospice cancer caregivers are simultaneously managing patient symptoms and anticipatory grief, which are challenging 

but critical experiences at end-of-life. Automated symptom reporting has shown promise for caregiver and care 

recipient support. Additionally, emotional expression through written or audio formats can facilitate processing of 

complex emotions but has not been used previously in hospice. The purpose of this study was to pilot the use of two 

different types of audio diary prompts for hospice caregivers: prompting for symptoms only (symptoms) and prompting 

for both symptoms and emotional expression (symptoms+affect). A random sample of diary transcriptions from 

participants who were randomly assigned the symptoms (n=22) and symptoms+affect group (n=14) were selected for 

comparison. Linguistic Inquiry and Word Count (LIWC) identified significant differences between the groups on selected 

LIWC categories corresponding with patient and caregiver symptoms, and related diary text was excerpted and 

inductively analyzed for meaning and context. The LIWC analysis revealed significantly higher scores for the 

symptoms+affect group for Authenticity (which captures personal, self-revealing, language; χ2(1)=385.64, p<0.0001) and 

Anger (χ2(1)=4.45, p=.04) and the symptoms group with Anxiety (χ2(1)=4.10, p=.04), Biological Processes (χ2(1)=5.00, 

p=.03), and Body (χ2(1)=10.89, p=.001). Inductive analysis revealed commonalities across both diary conditions (e.g., 

burden, dying process), however the symptoms+affect group showed additional themes including honor/fulfillment in 

providing care, detachment from traumatic issues, clarity around caregiving role or patient needs, and coming to terms 

with impending death. External factors such as work and social obligations were more commonly mentioned by the 

symptoms+affect group. Our findings suggest that when caregivers are prompted to describe both symptoms and 

emotions, they report a layered emotional experience. Integrating symptom reporting and emotional expression 

through caregiver audio diaries may facilitate communication of symptoms and emotional responses during the dying 

process. Additional research is needed to understand how audio diary use impacts hospice caregiver outcomes.  
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Understudied Caregiver Populations  
Topic Areas 

1. Alzheimer’s Disease and Related Dementias 
2. Education and Training of Caregivers 
3. Depression, Anxiety, Social Isolation 

 F22 

 

   
 

Testing an Online Asynchronous Workshop for Dementia Caregivers Living in Rural America: 
Baseline Characteristics 

 
Elizabeth Macias Romo, MPH, Clinical Research Coordinator; Jasmine, Santoyo-Olsson, MS, Project Director; Maritza 

Luzanilla, BA, Clinical Research Coordinator; Giselle Aguayo Ramirez, BA, Assistant Clinical Research Coordinator, 
University of California, San Francisco  

Dolores Gallagher-Thompson, PhD, ABPP, Professor Emerita; Kate Lorig, DrPH, Stanford University  
Jing Cheng, MD, MS, PhD; Catherine Chesla, RN, PhD, FAAN; Kenneth Covinsky, MD, MPH, University of California San 

Francisco  
Nancy Fahrenwald, PHD, RN, PHNA-BC, FAAN, Texas A&M University  

Leah Karliner, MD, MAS; Veronica Yank, MD, University of California San Francisco  
 
 

Rural caregivers of people with dementia have special need for caregiver support because they have limited access to 

resources and are geographically and socially isolated. This results in high levels of stress and depression. Our Rural 

Dementia Caregiver Project attempts to reach this population and address these problems in an ongoing study. In 

collaboration with community organizations throughout the US (Area Agencies on Aging, local nonprofit organizations, 

rural healthcare systems) we are recruiting rural dementia caregivers into a randomized controlled trial evaluating the 

Building Better Caregivers (BBC) workshop. BBC is a 6-week, small group (~25 participants), asynchronous online 

workshop designed to teach caregiving and self-care skills and maximize group interaction and support through 

threaded and peer-moderated discussions. BBC does not require video or broadband access. We collect data with 

online, self-administered surveys and assess outcomes at baseline, 6-weeks, 6-months, and 12-months. Outcomes 

include caregiver stress and depression (co-primary outcomes), self-efficacy, loneliness, isolation, and burden. Of 337 

eligible participants, 173 (51%) have enrolled. They are from the rural Northeast (14%), Midwest (25%), South (28%), 

and West (32%). Mean age is 62.9 years (range 23-86), 87% are female, 90% are White, 91% identify as 

straight/heterosexual, and 87% self-rate their health as excellent, very good, or good. Baseline mean scores include: 

stress 6.9 (SD=1.8, possible range 0-10), depression 5.5 (SD=4.6, possible range 0-24), self-efficacy 5.2 (SD=1.7, possible 

range 1-10), and loneliness 6.1 (SD=1.9, possible range 3-9). 33% of caregivers are at high risk for isolation and 68% 

experience high burden. To date, 12-month study retention is 84%. This ongoing national RCT has successfully enrolled 

rural caregivers of persons with dementia who experience high stress, loneliness, isolation risk, and burden. Online 

workshops that do not require broadband and are designed for vulnerable rural caregivers have high potential to reach 

and support them. 
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Emerging issues in Caregiving     
Topic Areas 

1. Caregiving across Care Recipient Conditions 
and across the Lifespan 

2. COVID-19 Pandemic 

   F23 

 

   
 

Caregiving for loved ones at high risk for severe COVID-19 illness 
 

Madhu Suresh, PhD, Movement Disorders Program, Rush University Medical Center 
Marika Blair Humber, PhD, Center for Primary Care and Outcomes Research, Stanford University School of Medicine 

Josephine Jacobs, PhD, Health Economics Resource Center, VA Palo Alto Health Care System 
Samuel Thomas, MD, InterMountain Health Care System 
Trevor Lee, BS, Center for Innovation to Implementation 

Rashmi Risbud, MA, University of California, Davis 
 Ranak Trivedi, PhD, Center for Innovation to Implementation, VA Palo Alto Health Care System, Stanford University 

 

 

COVID-19 has adversely impacted informal caregivers’ (CG) wellbeing due to infection risk of both CG and care recipient 

(CR), changes to caregiving activities and needs, and changes in interaction with healthcare providers. As of August 

2021, the CDC have classified 16 conditions as high risk and more likely to lead to severe COVID-19 illness (HRC19), 

including cancer, dementia, and serious heart conditions. The objective of this secondary analyses study was to compare 

changes in caregiving practices and psychological wellbeing between CGs for CRs with and without HRC19. We 

conducted an anonymous online survey and respondents self-identified as 18+ years and as a CG to a child/adult with 

mental health and/or medical conditions. CGs answered questions regarding caregiving activities and changes in 

caregiving responsibilities during the pandemic, and completed depression (PHQ-2), anxiety (GAD-2), CG burden (ZBI-4), 

and loneliness (PROMIS scale) measures. We used chi-square tests to identify differences in caregiving practices and 

logistic regression to understand whether, after controlling for age and gender, CGs for individuals with HRC19 

conditions experienced worse psychosocial outcomes due to their CR’s higher likelihood of experiencing severe COVID-

19. Of the 264 respondents within the United States, 146 cared for individuals with HRC19 (55%; 50% female; 52±13 

years) while 117 did not (44%; 37% female; 52±14 years). Compared to CGs of non-HRC19 conditions, more CGs of 

HRC19 performed 3+ caregiving activities (e.g., mobility, dressing; 39% vs. 53%, p<.05), had 3+ concerns about COVID 

(20% vs. 34%, p<.05), and were more likely to have contacted their CR’s healthcare provider to discuss their risk for 

COVID-19 (15% vs. 26%, p<.05). No significant differences were found on measures of anxiety, depression, caregiver 

burden, and loneliness between HRC19 and non-HRC19 CGs. Our findings suggest those who care for CRs with HRC19 

may experience greater caregiving intensity and may require greater support.  
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Topic Areas 

1. Caregiving across Care Recipient Conditions and across the Lifespan 
2. Health Promotion for Caregivers 

   
 

 
 

Positive and Negative Ways Informal Caregivers are Affected by 
SCI Care Recipient Weight Management 

 
Sherri LaVela, PhD, MPH, MBA, Research Scientist, Associate Professor, Hines VA, CINCCH 

Jessica Pedersen, OTD, MBA, OTR/L, Research Scientist, Assistant Professor, Shirley Ryan Abilitylab 
Linda Ehrlich-Jones, PhD, RN, Associate Director, Center for Rehabilitation Outcomes Research, Shirley Ryan AbilityLab 

Allen Heinemann, PhD, Research Scientist, Professor, Department of PM&R, Northwestern University Feinberg School of 
Medicine 

 

 

The purpose of this study was to describe how informal caregivers are affected by weight and weight management of 

care recipients with a spinal cord injury (SCI).  In-depth qualitative interviews were conducted with 24 informal 

caregivers of community-dwelling Veterans and civilians with SCI.  Thematic analysis was conducted to analyze the data.  

Three themes were identified that described how the care recipient’s weight management efforts impacted the 

caregiver, including: 1) motivation and involvement in weight management efforts for caregivers, themselves, as they 

are influenced by the care recipient’s healthy behaviors, 2) emotional well-being (positive and negative aspects), 

including caregiver’s happiness for and with the care recipient as well as caregiver’s feelings of emotional burden 

because of extra efforts required to facilitate weight management, and 3) both ease and burden of physical tasks, e.g., 

lighter weight makes the physical act of transfers and pushing the wheelchair easier and as far as burden, caregivers 

expressed experiencing additional burden in assisting the care recipient with exercise. In summary, informal caregivers 

may experience emotional and/or physical burden by taking on extra caregiving tasks to help with care recipient’s 

weight management.  Alternatively and encouragingly, caregivers also may experience positive impacts from the care 

recipient’s weight management efforts, regardless of who drove the efforts, including improvement in their own 

motivation and involvement in weight management, enhanced emotional well-being and happiness, and making 

physical caregiving tasks easier.  In conclusion, health care providers can use these findings to inform their approach to 

education for dyads about potential impacts of weight management efforts for the care recipient, specifying areas that 

may cause burden but emphasizing the potential benefits for both recipient and caregiver. Integrating education into 

health care practice may improve health promotion by reducing overweight and obesity, and excess weight-related 

problems with function and declines in disability among dyads. 
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Topic Areas 

1. Policy 
2. Research Methods and Issues: Quantitative 

 
 

 F25 

 

   
 

The Association of Caregiver Characteristics and Caregivers’ Difficulty in Health 
Care Interaction Tasks 

Niying Li PhD, Postdoctoral fellow, University of Utah  
Kevin A Look, PharmD, PhD, Associate Professor, University of Wisconsin-Madison 

 

Caregiver assistance with ADLs (activities of daily living) and IADLs (instrumental activities of daily living) 

has been well documented, but ADLs and IADLs do not capture the full scope of caregiver assistance. 

One important group of caregiving tasks are those related to health care interaction (e.g., making 

appointments, coordinating care). Health care interaction tasks are particularly important, because 

navigating and interacting with the complex health care system adds extra burden to caregivers. Using 

the 2017 National Study of Caregiving (NSOC) and the 2017 National Health and Aging Trends Study 

(NHATS), we examined the association of health care interaction tasks and caregivers’ perceived 

difficulty in performing these tasks. The main independent variable was the number of health care 

interaction tasks performed by the caregivers. The dependent variable was difficulty in performing 

health care interaction tasks. Other variables of interest included caregiver age, sex, education, co-

residence with the care recipient, and use of support services. We used the Pearlin’s Stress and Coping 

Model to select other control variables from the rich amount of variables contained in NSOC. We used a 

lasso logistic regression model to account for the large amount of other control variables. We found that 

caregiver difficulty was found mainly in communicating with providers (38.2%), and in coordinating care 

(33.6%). More health care interaction tasks were significantly related to caregiver difficulty [OR = 1.76; 

95% CI (1.44 - 2.14)]. We observed significant association linking higher education levels with task 

difficulty [OR = 3.01; 95% CI (1.130 - 8.017)], which warrants more future research. Future research 

should make continuous effort to assess caregiver experience in health care interaction in greater detail.  
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 F26 

 

   
 

 
Exploratory network analysis of stress related symptoms and emotions in caregivers of 

allogeneic bone marrow transplant patients 
 

Kelly Tan, PhD, RN, Post-doctoral Fellow, University of North Carolina at Chapel Hill  
Lineberger Comprehensive Cancer Center  

Hudson  Santos, PhD, RN, Associate Professor, University of North Carolina at Chapel Hill School of Nursing  
Peter Mucha, PhD, Professor, Dartmouth College Department of Mathematics  

Deborah Mayer PhD, RN, Frances Hill Fox Distinguished Professor Emeritus, University of North Carolina at  
Chapel Hill School of Nursing  

William Wood MD, MPH, Associate Professor; Todd A. Schwartz, DrPH, Professor; Erin E. Kent, PhD, MSc, Associate 
Professor; Barbara L. Fredrickson, PhD, Kenan Distinguished Professor, University of North Carolina at Chapel Hill  

 
 

Aim. To examine longitudinal network structures of psychoneuroimmunological (PNI) symptoms and emotions directly 

reported by caregivers of an allogeneic bone marrow transplant (BMT) recipient. Design. Longitudinal survey study 

(baseline before transplant – 12 weeks after transplant). Weekly data were collected from June 2019 to June 2020. 

Method. Eleven participants were recruited from a large public hospital in the southeastern United States using 

maximum variation sampling. Participants completed weekly electronic surveys using validated measures about PNI 

symptoms (anxiety, depression, fatigue, sleep disturbance) and emotions (positive and negative emotions) for 12 weeks 

following the patient’s allogeneic bone marrow transplant. Weekly, pre- and post- discharge symptom networks and 

centrality indices (strength, betweenness, closeness) were estimated using R statistical programming package qgraph. 

Graphic representations of each network were created depicting variables as nodes and associations between those 

variables as edges. Result/Findings. Relationships between anxiety, depression, and fatigue symptoms were stronger 

after discharge. From pre- to post- discharge, sleep disturbance became weakly negatively associated with anxiety, 

depression, and fatigue; negative emotions were positively correlated with all PNI symptoms; and positive emotions 

were negatively correlated with negative emotions and PNI symptoms (anxiety, depression, fatigue). Nodes with the 

highest strength centrality pre- and post-discharge differed such that pre-discharge anxiety had the highest strength 

centrality, and post-discharge depression had the highest strength centrality. Symptom and emotion network structure 

exhibited heterogeneity over the 12 weeks post-transplant, but these networks had poor centrality and network 

stability. Conclusion. Caregiver symptom and psychological experiences vary before and after discharge from the 

hospital after an allogeneic BMT. Pre-discharge, anxiety had the strongest overall connections in the estimated network 

whereas, post-discharge, depression had the strongest overall connections. Impact. Our findings begin to describe how 

caregiver experiences vary before and after discharge from the hospital, and how specific symptoms may drive caregiver 

experiences after transplant.  
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Caregiving as a Public Health Priority                                                                                                              F27 
Topic Areas 

1. Sleep 
2. Social Determinants of Health and Caregiving 
3. Minority and Diverse Populations    

 

   
 

 

Social determinants of sleep quality among family caregivers 

 

Yiqing Qian, MPH, PhD Student, Department of Health Behavior, Gillings School of Global Public Health, 
University of North Carolina at Chapel Hill 

Kelly R. Tan, PhD, RN, Post-Doc Trainee; Erin E. Kent PhD, MS, Research Associate Professor, Lineberger 
Comprehensive Cancer Center, University of North Carolina at Chapel Hill 

 

Sleep disturbance is a prevalent yet modifiable health problem among family caregivers and may elevate risk of chronic 

conditions such as hypertension and depression.  Higher caregiving strain and distress have been demonstrated among 

those with lower income and Black caregivers. Given associations with strain and distress and the critical role sleep quality 

has with health, we examined associations between social determinants (employment, income, and race/ethnicity) and 

caregiver sleep quality. We analyzed data from the 2017 Behavioral Risk Factor Surveillance system (BRFSS) caregiver and 

sleep modules collected in 2 states, Kansas and Oregon. We compared caregivers’ and non-caregivers’ sleep quality (daily 

sleep hours and two day-count measures: days of sleep troubles (DST) and days with unintentional daytime sleep (DUDS) 

out of the past 14 days). Using weighted Poisson regression models, we examined the effects of social determinants 

(household income, employment, and race/ethnicity,) on caregiver sleep quality while controlling for caregiving 

characteristics (hours, duration, tasks) and demographics (age and gender). Compared with non-caregivers (weighted 

n=3,550,347), caregivers (weighted n=815,153) reported significantly poorer sleep quality. On average, caregivers 

reported 7.6 hours of daily sleep (vs. 8.1 hours non-caregivers); 4.6 DST (vs. 3.3 days non-caregivers) and 1.3 DUDS (vs. 

0.98 days non-caregivers). All differences remained statistically significant after controlling for sociodemographic factors. 

Within caregivers, higher household income (HHI) was associated with fewer DST (b(HHI>$50,000)=-0.31, 

b($25,000<HHI<$50,000)=-0.20, REF: HHI<$25,000) and fewer DUDS (b(HHI>$50,000)=-0.42). Unemployed (vs. employed) 

caregivers were more likely to report DST (b=0.37) and DUDS (b=0.61). Non-Hispanic Black caregivers were more likely 

than non-Hispanic white caregivers to report DUDS (b=0.74). All ps<0.05. In conclusion, we found more sleep problems in 

caregivers than non-caregivers in a large, population-based sample. Caregivers with lower income, those unemployed, 

and Black vs. White caregivers may be at higher risk. Additional research to unpack these mechanisms is warranted. 
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1. Health Risk Behaviors among caregivers 
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                                              F28                                                         

 

   
 

 Caregiving prior to a cancer diagnosis:  a profile of existing caregiving activities 
 

Bian Liu, PhD, MS, Associate Professor, Icahn School of Medicine at Mount Sinai  
Erin E. Kent PhD, MS, Associate Professor, Gillings School of Global Public Health, University of North Carolina at 

Chapel Hill,  
James N. Dionne-Odom, PhD, RN, Assistant Professor, University of Alabama School of Nursing  

Naomi Alpert, MS, Biostatistician, Icahn School of Medicine at Mount Sinai  
Katherine Ornstein, PhD, MPH, Icahn School of Medicine at Mount Sinai  

 
 
 
Although we recognize that caregivers are involved in the care of older patients with multiple comorbidities, 

little is known about the extent of caregiving activities prior to the onset of a new serious illness such as cancer. 

Therefore, we examined caregiving activities and their association with caregiving strain among patients before 

a new cancer diagnosis. We conducted a population-based analysis of 2011-2017 National Health and Aging 

Trends Study (NHATS) linked with National Study of Caregiving (NSOC) and Medicare claims data. Latent class 

analysis was used to examine patterns of 16 health-focused caregiving tasks (e.g., tracking medications, making 

appointments) of family caregivers assisting adults ≥65 years prior to an incident cancer diagnosis. High 

caregiving strain was defined as a total score ≥85th percentile of 6 caregiving strain items (e.g., financial 

difficulty, no time for self). Association between caregiving patterns and strain were examined using 

multivariable logistic regression, adjusting for care recipient and caregiver characteristics. An estimated 4.2 

million caregivers cared for older adults prior to the care recipients’ new cancer diagnoses during 2011-2017. 

They engaged in a median of four health-focused caregiving activities. Nearly 1-in-5 (18.7%) pre-cancer 

caregivers had high caregiving strain. Caregivers were classified into 3 health-focused caregiving activity classes: 

Low-level (41.2%), Moderate-coordination (29.3%), and High-intensity (29.4%). Higher caregiving activity was 

associated with higher caregiving strain (OR=3.85, 95% CI: 2.34-6.33). Caregivers in the High-intensity class had 

the highest caregiving strain (39.9%), and include more spouses (28.1% vs <18%). One-third of U.S. caregivers 

who help older adults prior to a cancer diagnosis are already highly strained and engaged in high-level health-

focused caregiving tasks. Clinical decision-making, including oncological care, should consider the capacity and 

strain of family caregivers who may already be supporting patients with serious illness and refer caregivers to 

additional supportive care services.   
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Topic Areas 

1. Health Risk Behaviors among caregivers 
2. Health promotion for caregivers 
3. Cancer 

   
 

 
Social Support Dynamics for South Asian Breast Cancer Patients: 

An Analysis Conducted Using CareMaps 
 

Rishabh Shah, B.S., Research Staff, Department of Psychiatry and Behavioral Sciences, Stanford University 
Ambri Pukhraj, M.S., Project Coordinator, Department of Psychiatry and Behavioral Sciences, Stanford University 

Shreya Desai, M.S., Research Health Science Specialist, Center for Innovation to Implementation (Ci2i), 
VA Palo Alto Health Care System 

Akanksha Jain, B.S., Research Health Science Specialist, Center for Innovation to Implementation (Ci2i), 
VA Palo Alto Health Care System 

Rashmi Risbud, M.A., Research Health Science Specialist, Center for Innovation to Implementation (Ci2i), 
VA Palo Alto Health Care System 

Lidia Schapira, MD, Professor of Oncology, School of Medicine, Stanford University 
Dolores Gallagher-Thompson, PhD, ABPP, Professor Emerita, Department of Psychiatry and Behavioral 

Sciences, Stanford University 
Karl Lorenz, PhD, Professor, Division of General Internal Medicine, School of Medicine, Stanford University; 

Investigator, Center for Innovation to Implementation (Ci2i), VA Palo Alto Health Care System 
Ranak Trivedi, PhD, Assistant Professor, Division of Public Mental Health and Population Sciences, Department of 

Psychiatry and Behavioral Sciences, Stanford University; Investigator, Center for Innovation to Implementation 
(Ci2i), VA Palo Alto Health Care System, Senior Author 

 
 
With a rise in the prevalence and a drop in mortality rates of breast cancer among South Asians (people 

with heritage from India, Pakistan, Nepal, Bhutan, Sri Lanka, Maldives, and Bangladesh), globally and in 

the US, there is an increasing number of South Asians managing breast cancer. The South Asian Family 

Approaches to Disease (SAFAD) study aims to better understand how South Asian breast cancer 

survivors are supported while managing breast cancer. We conducted semi-structured interviews to 

complete an adapted version of Atlas CareMaps, a visual representation of the care networks. Thirteen 

South Asian breast cancer survivors were enrolled. Survivors were on average 47 years old (SD=9.1y/o) 

and reported being diagnosed with stage 0 (n=1), stage 1 (n=3), stage 2 (n=6), or stage 4 (n=3) breast 

cancer. Analyses of the Atlas CareMaps suggest 1) South Asian breast cancer survivors received support 

from 13.7±3.5 individuals, while providing care to 3.3±2.2 individuals; 2) at more advanced stages of 

breast cancer, patients provide less support to others (Stage 1=3.8±2.2, Stage 4=1.7±1.5); 3) older 

survivors received more support from abroad (<40y/o=2.0±2.2, patients 50+y/o=5.3±3.3). Atlas 

CareMaps can provide useful insights into the rich care networks of South Asian breast cancer survivors 

which can be used to develop clinical programs. 
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2. Friendship, Social Networks, Social Support 
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                                                   F30 
 

 

   
 

 
Understanding the Care Networks of Informal Caregivers of South Asians with Breast Cancer 

using Atlas CareMaps 
 

Akanksha Jain, BS, Research Health Science Specialist, Center for Innovation to Implementation (Ci2i), VA Palo Alto 
Health Care System 

Ambri Pukhraj, MS, Project Coordinator; Rishabh Shah, BS, Research Staff, Department of Psychiatry and Behavioral Sciences, 
Stanford University 

Center for Innovation to Implementation (Ci2i), VA Palo Alto Health Care System 
Lidia Schapira, MD, Professor of Oncology, School of Medicine, Stanford University 

Dolores Gallagher-Thompson, PhD, ABPP, Professor Emerita, Department of Psychiatry and  
Behavioral Sciences, Stanford University 

Karl Lorenz, MD, MSHS, Professor, Division of General Internal Medicine, School of Medicine, Stanford University 
Senior Author: Ranak Trivedi, PhD, Assistant Professor, Department of Psychiatry and Behavioral Sciences, Stanford 

University 
 
 

Breast cancer rates are increasing among individuals with a South Asian heritage, i.e., from India, Pakistan, Nepal, 

Bhutan, Sri Lanka, Maldives, and Bangladesh. Informal caregiving is vastly understudied among this population, despite 

being influenced by cultural mores such as collectivism, cancer-related stigma, and gender roles. The South Asian Family 

Approaches to Disease (SAFAD) study took a mixed-methods, observational approach to describe the care networks of 

informal caregivers via an adapted version of Atlas CareMaps. Thirteen caregivers (43.9+/-14.8y, 30.8% female) were 

interviewed and included 6 husbands, 1 wife, 2 daughters, 1 son, 1 brother, and 1 friend of the breast cancer survivors. 

Semi-structured interviews were designed to develop an adapted Atlas CareMap, a visual representation of the 

caregivers’ care network at the time of the interview. Atlas CareMaps depicted the number of people supported by 

caregivers, and who provide support; their relationship; the frequency, intensity, and type of care; and modes of 

communication used. Immediate or extended family members were the most common people included. Results 

indicated that: 1) caregivers reported 9.2±3.2 individuals in their care network, provided care to 3.8+/-1.8 individuals 

and received care from 7.8+/-3.0 individuals; 2) caregivers primarily received emotional support from others; 3) their 

survivors’ care teams were often included as a source of support and medical knowledge for survivors, but only three 

caregivers noted that the care teams supported them directly. Describing these networks is a key step to developing 

culturally-concordant programs that can support South Asian caregivers, even as they care for breast cancer survivors. 
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Topic Areas	

1. Home environment and caregiving 
2. Aging in place 
3. Education and training of caregivers 

   
 

	 Unmet Needs and Perceived Barriers to Accessing Home and Community-
Based Resources among Caregivers of Veterans 

 

Ranak Trivedi, PhD, Core Investigator, Rashmi Risbud, MA, Project Coordinator, Marika Humber, PhD, 
Postdoctoral Fellow, Trevor Lee, BA, Research Assistant, Victoria Ngo, PhD, Postdoctoral Fellow, VA Palo 

Alto Health Care System  

Josephine C. Jacobs, PhD; Maria Yefimova, PhD; Karl Lorenz, MS, MSHS; Steven M. Asch, MD, MPH; 
Dolores Gallagher Thompson, PhD 

 

 

Caregiver (CG) burden experienced by informal CGs is well documented. To offset this burden and to 

support both caregivers and Veterans, the VA has developed caregiver support programs and access to 

home and community-based services (HCBS). However, the uptake of these services remains low. The 

objective of this ongoing study is to describe the unmet psychosocial and HCBS needs of Veteran CGs 

and determine their barriers to accessing HCBS. Eligible CGs are adults, care for Veterans from VA Palo 

Alto and the community, provided care for ≥8 hours/week in the previous 6 months, and perform ≥1 

instrumental activity of daily living (IADL). Caregivers complete a demographics survey; 1 hour semi-

structured interview about caregiving experiences; and, a checklist indicating their awareness, use of, 

and experience with various HCBS offered by the VA and within the community. Twenty of intended 30 

interviews have been completed (Age=64.5 y, SD=12.1 y; 80% women). Mean hours of care provided 

was 7.6 hours/day (SD=5.8; Median= 6h; range=1-24h) of care. 17 participants reside in urban areas; 19 

care for pre-9/11 Veterans. Preliminary results indicate that caregivers are willing to support their 

Veteran but need support in addressing caregiver-related stress, role conflict, and care coordination. 

Most CGs were unfamiliar with the VA Caregiver Support Program. The most common HCBS utilized was 

home adaptations. Caregivers were knowledgeable of Senior Care and Adult Day Health Care even 

though they were often not using the service. Those who tried to access HCBS reported delays in 

obtaining services when needed. Preliminary results suggest that these intensive caregivers have unmet 

psychosocial and HCBS needs, limited awareness of exisitng resources, and suboptimal experiences. 

Purposive sampling strategy is being used to target male caregivers, those living in rural areas, and 

caregivers of post-9/11 Veterans. Rigorous thematic analyses are pending and will reveal potential 

intervention targets.  
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Assessing the need for culturally tailored care among South Asian women with 
breast cancer and their caregivers 

 
Ranak Trivedi, PhD, Assistant Professor, Stanford University, 

Lidia Schapira, MD, Director, Stanford Cancer Survivorship, Stanford University 
Dolores Gallagher-Thompson, PhD, ABPP, Professor Emerita, Department of Psychiatry and  

Behavioral Sciences, Stanford University 
Ambri Pukhraj, MS, Project Coordinator, Stanford University 

Rashmi Risbud, MS, Research Assistant, VA Palo Alto  
Shreya Desai, MS, Research Health Science Specialist; Trevor Lee, BS, Research Health Science 

Technician; Karl Lorenz, PhD, Professor, Investigator, Center for Innovation to Implementation (Ci2i), VA 
Palo Alto Health Care System 

 

 
The South Asian population (especially from India and Pakistan) is growing rapidly in the United States. 

The prevalence of breast cancer is rising in South Asian countries and the diaspora. South Asian cultures 

are collectivist; caregiving is usually done by women; and have stigma associated with cancer. These 

cultural dimensions may be relevant when supporting women with breast cancer but remain 

understudied. The objective of the ongoing South Asian Family Approaches to Disease (SAFAD), a mixed 

methods study, is to understand the experiences of South Asian women with breast cancer (all stages) 

and their caregivers. Participants are recruited from Stanford and the community. Participants complete 

a 1-h semi-structured interview over video and online psychosocial surveys that assess emotional 

reaction to diagnosis; coping strategies; caregiving network; caregiver roles; use of complementary and 

alternative medicine; need for and availability of culturally appropriate resources; spirituality; fear of 

cancer recurrence; and mortality. We have recruited 8 participants (6 patients; 2 caregivers), and plan to 

recruit 12 patients and 12 caregivers. Patients were on average 45 y (SD=9.6); 4 reported Stage II cancer. 

Both caregivers are husbands. The mean number of family/friends reported was 5.4 (SD = 2.4), with 2.4 

living outside the US.  Preliminary analyses suggest the following themes: 1) reluctance to share 

diagnosis with family and relatives in India, but open with relatives living in the US; 2) generally, trust of 

medical care teams and rare perceptions of bias in care; 3) knowledgeable about breast cancer, while 

feeling overwhelmed with the amount of information; and 4) patients wondering if they could have 

prevented the disease. Planned interviews with patients and caregivers and survey results will provide 

useful insights into the cultural dimensions of the adaptation of South Asian families to manage breast 

cancer and provide direction to an intervention to support their needs. 
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Understudied Caregiver Populations   S1 
Topic Areas   

1. Lesbian, Gay, Bisexual, Transgender, Queer caregivers and care recipients 
2. Depression, Anxiety, Social Isolation 
3. Gender Issues in Caregiving 

 

 

Gender Difference in LGBTQ Caregivers’ Depressive Disorder 

Hansol Kim, PhD, Postdoctoral Associate, The National Rehabilitation Research and Training Center on 
Family Support (NCFS), University of Pittsburgh  

Hyun Kang, Ph.D., Postdoctoral Associate, Department of Social Work, George Mason University  
      

 

LGBTQ populations are experiencing enormous unique challenges as caregivers. Due to the 

sexual minority status, most primary caregivers were partner or their family members.  LGBTQ 

caregivers are more likely than straight caregivers to experience caregiving burden or depressive 

disorder, but the negative impact of LGBTQ status on the caregiving process have been under-studied. 

We used 2015-2017 Behavioral Risk Factor Surveillance System (BRFSS) data, which included 1,634 

LGBTQ caregivers in total. The purpose of this study is to identify how depressive disorder differs 

between female and male LGBTQ caregivers in the United States. We used logistic regression to 

examine three regression models: (1) examining the sociodemographic factors as predictors of LGBTQ 

caregivers’ depressive disorder; (2) including the intensity of caregiving to predict their depressive 

disorder; and (3) comparing gender differences. Covariates were controlled. LGBTQ caregiving 

populations were average aged was 36.60 years old, 41% were female, 59% Caucasian, 71% had never 

married, and 66% were currently working. Almost, 37% of LGBTQ caregivers reported having depressive 

disorder. LGBTQ caregivers’ gender, race, health status, level of income, overall subjective health status, 

and housing status were associated with depressive disorders. For female LGBTQ caregivers, short 

period of caregiving experience (<6 months) and employment status, overall health status, and level of 

income were associated with depressive disorders. For male LGBTQ caregivers, this included care for 

aging parents, assisted IADL, care > 8 hours per week, and short caregiving experience and indicated 

that they needed caregiving services were significantly associated with depressive disorders (p<.05). 

Findings demonstrate that intensity of care has a significant impact on LGBTQ caregivers’ propensity to 

depression. This research contributes to better understanding of LGBTQ caregivers. Policy makers can 

find accessible and critical caregiving support for the unique needs of LGBTQ caregivers to reduce the 

depressive disorder. 
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Emerging issues in Caregiving 
Topic Areas 
1. Gender Issues in Caregiving 
2. Social Determinants of Health and Caregiving 
3. Family and Intergenerational Relations  

 S2 

 

   
 

Effects of Childcare, Work, and Caregiving Intensity on Male and Female Family 
Caregivers 

 

Hansol Kim, PhD, National Rehabilitation Research & Training Center on Family Support, University of 
Pittsburgh 

 Richard Schulz, PhD, National Rehabilitation Research & Training Center on Family Support, University 
Center for Social and Urban Research, University of Pittsburgh  

Scott R. Beach, PhD, National Rehabilitation Research & Training Center on Family Support, University 
Center for Social and Urban Research, University of Pittsburgh 

Esther M. Friedman, PhD, Institute for Social Research, University of Michigan at Ann Arbor 
 Heidi Donovan, PhD, RN, National Rehabilitation Research & Training Center on Family Support, School 

of Nursing, University of Pittsburgh, Pennsylvania 
 
 
The Behavioral Risk Factor Surveillance System sampled 54,076 caregivers between 2015-2017 providing 

an opportunity to evaluate risk factors for poor mental and physical health among a representative 

sample of U.S. adult caregivers. This study aimed to evaluate the impact of children in the home, work 

status, and intensity of caregiving among men and women caring for aging parents (n=17,271). Key 

outcomes were reported days in past month with poor mental and physical health (0-13 versus 14+ 

days). We examined logistic regression models by gender. A majority of the caregivers (59.2%) were 50+, 

female (62.5 %), and working (63.6%).  One-third (31.5%) had at least one child at home; 22.8% provided 

20+ hours of care a week. Controlling for known sociodemographic correlates of caregiver outcomes, 

both women and men in the labor force were less likely to report poor mental or physical health 

compared to unemployed caregivers. High intensity caregiving and having children in the home both 

had differential impacts on outcomes based on gender. Caregiving intensity was associated with poor 

mental health among men and poor physical health among women. Compared to caregivers with no 

children in the home, women with children at home reported adverse mental health effects but better 

physical health, while men with children at home reported adverse physical health effects. The results of 

the interaction analyses were complex, but overall did not support the notion that the time and energy 

demand of childcare, work, and intensive caregiving combine to undermine caregiver well-being.  
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Technological Innovations to Support Caregiving S3 
Topic Areas 
1. Cancer 
2. Telehealth 
3. Technology: Caregiver Interface and Use 
 

   
 

Empowerment through technology: An evaluation of mobile applications to 
empower those with cancer 

 
Kailey F. Go, Research Assistant, University of Pittsburgh 
Kelsey G. Go, Research Assistant, University of Pittsburgh 

Teresa H. Thomas, Ph.D., RN, Principal Investigator, University of Pittsburgh 
 

Greater emphasis on patient empowerment has led to a plethora of mobile health applications aimed at 

empowering patients with cancer. However, the rigor and evidence of these apps are rarely 

acknowledged. This systematic review of patient empowerment apps describes the characteristics, 

quality, heuristics, and evidence supporting these apps. We identified commercially available apps 

through the Apple and Google Play stores using patient- and research-derived conceptualizations of 

patient empowerment, namely control, psychological coping, self-efficacy, understanding, legitimacy, 

and support. Three authors used the Mobile App Rating Scale, heuristics, readability, user ratings, and 

evidence to evaluate the apps’ foci, features, and quality. App characteristics were summarized with 

descriptive analyses. Twelve apps met the eligibility criteria and were analyzed. Apps’ content focused 

on enhancing communication skills (n=10, 83.3%), social support (n=8, 66.7%), information about cancer 

and treatment (n=8, 66.7%), and peer-to-peer support (n=5, 41.7%). Apps’ features predominantly 

included providing cancer-related informational support (n=10, 83.3%), suggesting advice and tips to 

address common concerns (n=10, 83.3%), allowing users to monitor and track their health and wellbeing 

(n=8, 66.7%), giving personalized feedback regarding their management (n=4, 33.3%), and proving 

mindfulness and relaxation techniques (n=4, 33.3%). The mean objective (3.9±0.5 out of 5) and 

subjective (3.7±1.0 out of 5) quality scores were moderate to high. Most heuristics were not violated, 

and the mean reading level was 10th grade, which is above the recommended 8th grade level. Four apps 

had been evaluated in published research articles. The contents of patient empowerment apps varied 

greatly, and the readability was exclusionary to the average reader. Patient empowerment apps should 

be more rigorously designed and tested to ensure the apps are usable and beneficial to diverse groups 

of cancer survivors. 
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Understudied Caregiver Populations  S4 
Topic Areas 
1.Pediatrics 
2.Mental Health 
 

   
 

Children With Medical Complexity Caregivers Self-Reported Emotional 
Wellbeing Compared to US Norm 

 
Varsha Kumaravel, BS Candidate, University of Pittsburgh School of Medicine 

Justin Yu, MD, MSc, Assistant Professor, UPMC 
 

The emotional well-being among family caregivers of children with medical complexity (CMC) directly 

impacts their ability to care for their child, however, it is critically under-described. This study aimed to 

(1) describe the emotional wellbeing of family caregivers of CMC and (2) compare CMC caregiver 

emotional wellbeing to the general US population. 141 family caregivers of CMC receiving care at 

UPMC’s pediatric Complex Care Center completed a questionnaire examining their emotional wellbeing. 

Patient-Reported Outcomes Measurement Information System (PROMIS) Health Measures assessed 

global mental health, emotional distress, and psychological resources. We use summary statistics and 

one-sample t-tests to describe caregiver mean PROMIS scores and compare to US population norms. 

Among CMC caregivers, the global mental health mean score was 44.4 (SD 48.2), which was significantly 

lower than the US female mean (49.4; p<.001). Mean scores for symptoms of anxiety, depression, and 

anger were 58.1 (SD 52.9), 53.2 (SD 50.3), and 53.8 (SD 51.1), respectively; significantly higher than US 

female norms for anxiety (50.9), depression (50.9), and anger (50.6) (all p<.001). Mean scores for self-

efficacy, ability to control one’s emotions, and meaning and purpose were 50.1 (SD 54.1), 45.7 (SD 50.1), 

and 52.2 (SD 54.4). CMC caregivers’ ability to control one’s emotions was significantly lower than US 

population norms (mean 50.0; p<.001). The differences between CMC caregivers and the US population 

for global mental health, anxiety, and ability to control one’s emotions crossed accepted thresholds of 

clinical significance. Approximately one-quarter (24.8%) of our sample reported fair/poor global mental 

health, one-half (48.9%) reported moderate/severe anxiety, and over 20% endorsed moderate/severe 

depression and anger. Overall, caregivers of CMC self-reported emotional well-being is poorer than the 

general US population. Future interventions aiming to improve CMC caregiver emotional well-being 

should consider targeting symptoms of anxiety and caregivers’ ability to control their emotions. 
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Emerging issues in Caregiving  S5 
Topic Areas 
1.COVID-19 Pandemic 
2.Social Isolation and Loneliness 

   
 

 

Loneliness and social isolation among caregivers during the COVID-19 pandemic 

Yan Wang BSN, RN, School of Nursing, University of Pittsburgh 
Heidi Donovan, PhD, RN, Professor of Nursing & Medicine, University of Pittsburgh 

Scott Beach, PhD, Interim Director of the University Center for Social and Urban Research (UCSUR) and 
Director of its Survey Research Program, University of Pittsburgh 

 
Social interaction is essential for health and well-being. COVID-19 mitigation efforts combined with 

taxed long-term care support systems put older adults and people with disabilities at heightened risk for 

social isolation and loneliness and potential increased burden on family caregivers (CGs). The purpose of 

this study was to explore CG perceptions of how the pandemic uniquely affected social participation and 

loneliness for themselves and those receiving their care (care recipients – CR). Responses to open-ended 

questions in a survey of 576 family CGs regarding the impacts of COVID-19 were reviewed to identify 

and extract statements related to social isolation and feelings of loneliness. Content analysis was used to 

identify themes and subthemes within CG responses. Participants were predominantly female (76%) 

with a mean age of 59 years; 87% non-Hispanic white; and 33% had household incomes below $50,000. 

Of 2365 responses to open-ended questions, 124 responses (5.2%) reflected loneliness and/or social 

isolation. Four themes and multiple subthemes emerged from these responses: CR and CG loneliness, 

protective isolation (isolation to protect CR and/or CG from COVID-19), mandated isolation of CR (e.g., 

long-term care facility), and the impact of loneliness and isolation on CRs, CGs, and CG-CR relationship). 

Apart from feeling lonely, CGs feared of contracting and transmitting the virus and worried about CRs’ 

deteriorating physical, mental, and cognitive health, and for some the ability to remain independent. 

CGs also reported increased duty, neglecting their health, missing family and other activities, and 

relationship strain with CR when isolated together. This study provides evidence of the toll that the 

COVID-19 has had on older adults, people with disabilities, and the families who care for them. Future 

caregiving research should focus on providing special care and support to families to prevent the 

detrimental social, behavioral, and health effects of social isolation and loneliness during a pandemic.   
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Emerging issues in Caregiving   
Topic Areas 

1. Technology: Caregiver Interface and Use  
2. Education and Training of Caregivers 

 
 

 S6 

 

   
 

Developing a mHealth intervention for caregivers: a problem-solving tool to 
help a loved one manage symptoms 

 

Yan Wang BSN, RN, School of Nursing, University of Pittsburgh 
Haomin Hu MS, School of Rehabilitation Sciences, University of Pittsburgh 
Julie Klinger MA, National Research and Training Center on Family Support 

Bambang Parmanto PhD, University of Pittsburgh, School of Rehabilitation Sciences 
Grace Campbell PhD, MSW, RN, CNL, CRRN, FARN, Duquesne University, School of Nursing 

Heidi Donovan PhD, RN, University of Pittsburgh, School of Nursing 
 

Family caregivers (CGs) need to be empowered with information and strategies to provide care for their 

loved ones. The goal of this study was to leverage data from a symptom self-management intervention 

study to identify the most common and effective symptom management strategies for inclusion in a 

mHealth problem-solving tool for CGs of patients with gynecologic cancer (SmartCare G.O.). A total of 

462 strategies across 28 symptoms were selected and used by 106 patients with recurrent ovarian 

cancer who completed interactive online problem-solving modules to improve management of their 3 

most bothersome cancer-and-treatment-related symptoms. For each symptom, strategies were ranked 

by the frequency of use and perceived effectiveness (range 0-10); strategies to be included in SmartCare 

G.O. had to have been used by at least 2 patients with average reported effectiveness of at least 5. Of 

112 included strategies across 25 symptoms, appropriate diet (17%) and communication with the 

healthcare team (14%) were the most widely used strategy categories across 13 and 12 symptoms, 

respectively. On average, strategies related to cognitive exercise (e.g., doing word puzzles), CGs and 

their loved one’s relationship (e.g., expressing love and affection), and safety (e.g., having someone else 

drive) were perceived as the most effective (>7).  The majority of symptoms (18 out of 25) have 5 or 

more strategies that met the criteria; the top 3 target symptoms and their associated most common 

strategy was fatigue (energy-restoring activities), constipation (adopt a high-fiber diet), and peripheral 

neuropathy (have someone else drive for safety). The most effective strategies for these three 

symptoms were fatigue (ask and accept help from family/friends), constipation (take stool softeners), 

and peripheral neuropathy (ensure a safe home environment). The results will guide the development of 

SmartCare Go to empower CGs with frequently used and effective strategies to help their loved ones 

manage symptoms.   
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Technological Innovations to Support Caregiving S7 
Topic Areas 

1. Health Promotion for caregivers 
2. Technology: Caregiver Interface and Use  
3. Education and Training of Caregivers 

 

 

An Adaptive Mobile Health app to Support Family Caregivers of People with Chronic 
Diseases 

 

Haomin Hu, MS, Graduate Student Researcher, University of Pittsburgh 
Julie Klinger, MA, Center Manager, University of Pittsburgh 

Heidi Donovan, PhD, RN., Professor, University of Pittsburgh 
Brad Dicianno, MD, MS, Medical Director and COO, Human Engineering Research 

Laboratories; Professor, University of Pittsburgh  
Bambang Parmanto, Ph.D., Professor and Chair, University of Pittsburgh 

 
The number of family caregivers of people with chronic diseases has been rising. Over 40% of 
caregivers who lack professional skills with continuous caregiving responsibilities may develop 
adverse health outcomes. Caregivers also have poor compliance and engagement with in-
person caregiver programs due to high caregiving strain and limited geographic access. We aim 
to build an adaptive multi-component app – a Family Caregiver app capable of supporting the 
service and self-care of family caregivers of people with chronic diseases. Our previous work 
established the feasibility of the Interactive Mobile Health and Rehabilitation System (iMHere 
2.0) – an adaptive mHealth system to support self-management for people with chronic 
conditions, which provides digital monitoring features for caregivers. A scalable and adaptive 
architecture was adapted from iMHere 2.0 and extended to include multicomponent 
intervention. The Family Caregiver app consists of sections to support monitoring (Caregiving) 
and improve self-care (MyHealth).  The “Caregiving” section allows monitoring of the care 
recipient. The “MyHealth” section includes resources to improve caregiving skills, 
psychotherapy interventions to relieve stress, strategies for a healthier lifestyle, and video and 
chat to obtain social support. The app empowers the caregiver with personally relevant content 
based on their caring situations. Family caregivers of people with chronic diseases may benefit 
from the adaptiveness to efficiently use content based on immediate and long-term needs. In 
conclusion, it’s feasible to support family caregivers of people with chronic diseases using 
mHealth technology. Further studies may need to test its effectiveness and generalizability. The 
Family Caregiver app provides an opportunity to deliver interventions and support family 
caregivers without geographic limitations. Furthermore, family caregivers may better engage 
with the adaptive multicomponent contents than conservative methods using only information 
delivery and video conferencing. 
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Technological Innovations to Support Caregiving  S8 
Topic Areas 

1. Technology: Caregiver Interface and Use 
2. Friendship, Social Networks, Social Support 
3. Communication 
 

   
 

Evidence-Informed Technology to Support Family Caregivers and Enable Social 
Networks 

 

Christian Elliott, Founder, CareVirtue 
Matthew Zuraw, MBA, Co-founder, CareVirtue 

 

 

CareVirtue is novel caregiving platform and private social network for family care teams. The platform is 
a web-based tool available on both desktop and mobile web browsers, and functions as an everything-in-
one-place application for daily communication, social support, and problem-solving tools for primary 
caregivers and their chosen care networks. CareVirtue conducted a NIH-sponsored feasibility study with 
51 dementia family caregivers who invited a total of 60 secondary caregivers to form networks. The 
feasibility results establish acceptability and usability of CareVirtue for caregivers.  The age-friendly 
platform received a System Usability Scale score of 81.8, indicating ‘excellent’ usability, and caregiver 
interviews showed CareVirtue was helpful for practical, organizational, and emotional support.  As a 
technological innovation to support caregivers, CareVirtue can analyze data from users to understand 
caregiver populations and emerging issues in caregiving. In the feasibility study, caregivers used 
CareVirtue to coordinate and communicate crucial care information.  They felt CareVirtue supported 
collaboration, facilitated coping strategies, heightened caregivers' own awareness, and helped caregivers 
feel seen and appreciated.  CareVirtue learned that personal caregiving networks impact the actions taken 
to support people living with dementia.  Collaborating with caregiving-focused agencies created 
connections with dementia caregivers in communities across the country.  Development of partnerships 
with public health agencies, coordination on BOLD initiatives, and relationships with community agencies 
and dementia care specialists will enhance the reach of CareVirtue.  Caregivers can be supported with 
easy-to-use tools that improve communication, coordination, organization, and planning. Community 
agencies can benefit from CareVirtue by making support easier to track and understand.  To advance 
initiatives, it is necessary to gain more understanding of how to help caregivers take steps now to ease 
the burden of providing care. 
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Cross-Cutting Assessment and Interventions  S10 
Topic Areas 

1. Alzheimer’s Disease and Related Dementias 
2. Successful Caregiving: Theories and Concepts 

 

   
 

Validation of a behavioral framework of resilience in dementia care partners:  
An abductive thematic analysis approach. 

 
Yuanjin Zhou, PhD, MA, Assistant Professor, University of Texas at Austin Steve Hicks School of Social Work 
Dilara Hasdemir, MSW, MS, Graduate Research Assistant, University of Texas at Austin, Steve Hicks School 

of Social Work 
Emily Ishado, MSW, Research Coordinator, University of Washington, School of Nursing 

Soo Borson, MD, Professor of Clinical Family Medicine, USC Keck School of Medicine 
Tatiana Sadak, PhD, PMHNP, Associate Professor, University of Washington, School of Nursing 

 
 

Little is known about how to enhance dementia care partners’ resilience. One barrier to developing 
resilience-enhancing interventions for this population is the lack of an empirically-validated framework 
to inform the development of measures and interventions. In the systematic literature review (Zhou et 
al., 2022), we created a behavioral framework of resilience in dementia care partners as a basis for 
future intervention development. The study was to provide a preliminary validation of this framework. 
We selected 27 dementia care partners who experienced challenges when PLWD recently had a health 
crisis resulting in hospitalization or emergency room visit. These care partners were identified via 
electronic health records at two hospitals in the Seattle area, and offered participation using mailed and 
follow-up phone invitations. Semi-structured interviews were conducted to elicit care partners’ 
behaviors adopted to address challenges during PLWD’s health crises and factors that might shape 
resilience outcomes (recovery, gains, and PLWD’s and care partners’ health outcomes). Interviews were 
transcribed verbatim and analyzed using an abductive thematic analysis approach. Dementia care 
partners faced various challenges associated with PLWD’s health crises. To overcome those challenges, 
care partners used one or more of these five types of resilience-related behaviors, including problem-
response behaviors (problem-solving, problem-distancing, problem-accepting, and problem-observing), 
help-related behaviors (help-seeking, help-receiving, and help-disengaging), self-growth behaviors (self-
care activities, spiritual-related activities, and developing and maintaining meaningful relationship), 
compassion-related behaviors (self-sacrificing and relational compassionate behaviors), and learning-
related behaviors (learning from other and reflection). We identified three factors that might impact 
resilience outcomes - the level of challenges experienced by care partners, the adoption of multiple 
resilience-related behaviors, and unmet needs in accessing information, services, and self-care 
opportunities. The results of this study support and further develop the multidimensional framework of 
dementia care partners’ resilience-related behaviors that informs the development of resilience-related 
measures and interventions for dementia care partners. 
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Caregiving Across Transitions  S11 
Topic Areas 

1. Alzheimer’s Disease and Related Dementias 
2. Aging in Place 
3. Cognitive Impairment 

 

   
 

How do the falls of community-dwelling older people with dementia impact their caregivers’ 
health? 

 

Yuanjin Zhou PhD MA, Assistant Professor, University of Texas at Austin Steve Hicks School of Social Work 
Nirali Thakkar, BS, Graduate Research Assistant, University of Texas at Austin, Steve Hicks School of Social Work 

Emily Ishado, MSW, Research Coordinator, University of Washington, School of Nursing 
Elizabeth A. Phelan, MD, MS, Professor, University of Washington, School of Medicine, Division of Gerontology and Geriatric 

Medicine, and School of Public Health, Department of Health Systems and Population Health 
Chih-Ying ""Cynthia"" Li, PhD, OTR, Associate Professor, University of Texas Medical Branch, School of Health Professions, 

Department of Occupational Therapy 
Soo Borson, MD, Professor of Clinical Family Medicine, USC Keck School of Medicine 

Tatiana Sadak, PhD, PMHNP, Associate Professor, University of Washington, School of Nursing, 
 

 

Previous studies have found that the falls of community-dwelling older people with dementia (OPWD) negatively impact 

the health and well-being of their informal caregivers. However, little is known about the mechanism(s) by which this 

occurs. To lay the foundation for mitigation, we conducted a secondary analysis of data from a study examining 

caregivers’ experience of hospitalizations or emergency department visits of their care recipient with dementia. The 

primary study recruited 100 informal caregivers of community-dwelling OPWD identified via electronic health records 

(EHR) of two hospitals in the Seattle area. They were recorded as OPWD’s “next of kin” in the EHR with contact 

information. In-person/phone interviews were transcribed verbatim. Fifty-nine caregivers (aged 33 to 88 years, mean 

age: 63 years) provided information regarding the personal consequences of their care recipient’s falls. The analytic 

sample (N=59) consisted of 70% women, 78% non-Hispanic Whites, 63% college graduates, and 88% primary caregivers. 

Using grounded theory for analysis of interview data, we found that caregivers’ perceptions of OPWD’s falls mediated 

the negative impacts that the falls had on caregivers. Perceptions included caregivers’ lack of clarity about OPWD’s fall 

risk, traumatic experiences as a result of OPWD’s falls, and confusion about fall-related care needs. The perceptions 

influenced caregivers’ psycho-emotional health and increased their care burden related to adopting behaviors to 

manage OPWD’s falls, including engaging informal care networks, collaborating and negotiating with formal care 

providers, negotiating with OPWD about their fall risk and autonomy, modifying the physical environment, and self-

sacrificing. Findings suggest potential intervention targets to reduce the adverse effects of OPWD’s falls on caregivers. 

These include supporting caregivers in acquiring new knowledge/skills/tools, coping with emotional challenges, 

resolving care network conflicts, and mitigating self-sacrificing behaviors. Several of these targets would be best 

addressed through the interprofessional collaboration of healthcare and community service providers.  
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Technological Innovations to Support Caregiving S12 
Topic Areas 

1. Technology: Caregiver Interface and Use 
2. Communication 

 
From Caregiver to Care Partner: A view from the other side 

 

Kathryn E. Warren-Norton, SSW, Communications/Project Coordinator, Centre for Elder Research, 
Sheridan College 

Lia Tsotsos, Ph.D., Director, Centre for Elder Research, Sheridan College  
Karen Slonim, PhD, MA, MPH, BA, BEd, Centre for Elder Research, Sheridan College  
Shawnna Hunter, student research assistant, Centre for Elder Research, Sheridan College 

Bruno Akune, Research Assistant, Centre for Elder Research, Sheridan College 
 

 

The Sheridan Centre for Elder Research collaborated with Tyze Networks, a web-based application that 

enables caregivers to create a digital support system to manage care for an older adult or an individual 

living with a disability. The ability to leverage an online platform for broad communication and 

coordination related to caregiving responsibilities has the potential to address many of the challenges 

unpaid caregivers may experience. This project conducted an environmental scan of policies, pathways 

and best practices that support the integration of caregivers into formal healthcare and social support 

systems. An online survey to healthcare and social support stakeholders (n=23) was distributed to better 

understand organizational challenges as well as a caregiver version (n=208) to provide insight into the 

challenges caregivers face. Afterwards, in-depth interviews (n=8) took place to better understand the 

patient journey as caregivers experience it. Preliminary findings suggest that important themes for 

unpaid caregivers are systemic barriers to efficient two-way communication with healthcare providers, 

time management challenges, access to reliable resources and financial support. While individuals 

working for health care organizations recognize the importance of unpaid caregivers in some areas, 

employees of service organizations view unpaid caregivers as a key function in providing care in all 

aspects. These findings suggest that there is an opportunity for healthcare organizations to formally 

acknowledge, through their policies, procedures and best practices, the important role unpaid 

caregivers play in the provision of care for their clients through improved communication and a more 

empathetic, collaborative approach to care. 
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Cross-Cutting Assessment and Interventions  S14 
Topic Areas 

1. Psychosocial Well-Being 
2. Health Promotion for caregivers 

 

   
 

Association Between Caregiving Intensity and Health-Related Quality of Life: 
Population-Based Study 

 
Junha Park, BSN, RN, PhD student, University of Wisconsin-Madison 

Pamela Toto, PhD, OTR/L, BCG, FAOTA, FGSA, Associate Professor, University of Pittsburgh  
Beth Fields, PhD, OTR/L, BCG, Assistant professor, University of Wisconsin-Madison 

 
 
Throughout the COVID-19 pandemic, an increasing amount of care has been provided to aging adults by 

care partners (‘family members or friends’). To better support these care partners, it is essential to 

understand their health-related quality of life (HRQoL). While studies have examined the association 

between caregiving intensity and HRQoL, many of these studies are limited by disease specific caregiving 

experiences, non-representative samples, or period of time. Therefore, this study examined the 

association between caregiving intensity and HRQoL in the United States with a broad, representative 

sample using the 2020 Behavioral Risk Factor Surveillance System. Caregiving intensity was measured 

with two dimensions, duration (short, less than 2 years; long, more than 2 years) and hours per week 

(low, less than 20 hours; high, more than 20 hours). Physically or mentally unhealthy days in the past 30 

days were used to assess HRQoL. Descriptive statistics and multivariate linear regression, controlling for 

sociodemographics, were conducted. A total of 3,538 care partners were included in this study. The two 

caregiving intensity dimensions were categorized into four groups: shorter duration/lower hour (n=705, 

19.9%), shorter duration/higher hours (n=680, 19.2%), longer duration/lower hours (n=882, 24.9%), and 

longer duration/higher hours (n=1271, 35.9%). Mean unhealthy days were 11 (standard deviation=15.5). 

Multivariate linear regression analyses revealed that the caregiving intensity (β = .076, p <.001), sex (β = 

.055, p =.002), income (β = .192, p < .001), employment (β = .177, P < .001), and race/ethnicity (-.080, p 

= .019) were significant predictors of HRQoL. Findings demonstrate that high caregiving intensity is an 

important factor associated with poorer HRQoL. Caregiving intensity should be considered for 

assessments and interventions designed to improve the HRQoL of care partners of aging adults.  
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Emerging Issues in Caregiving  S15 
Topic Areas 

1. Education and Training of Health Professionals 
2. Mental Health 
3. Alzheimer’s Disease and Related Dementias 

 

   
 

Improving Mental Health Care Access and Quality for Older Adults with Dementia: A 
VA Career Development Award Study Protocol 

 
Mary F. Wyman, PhD, Psychologist Investigator, Associate Professor, W.S. Middleton Memorial Veterans 

Hospital 
Joseph Perzynski, MSW; Corrine Voils, PhD 

Ranak Trivedi, PhD, Assistant Professor, VA Palo Alto Health System | Stanford University 
Carey Gleason, PhD; Amy Byers, PhD 

 
 

Comorbid mental health conditions (e.g., depression and anxiety) are common in older adults with 

dementia and are associated with worse outcomes. Although medications and behavioral interventions 

can be effective, these conditions are undertreated in the older adult population. Involving family 

caregivers in services may help improve mental health care quality and access. However, the influence 

of the family caregiver network on mental health service utilization is unknown, and many mental health 

providers report a lack of confidence and skills to engage caregivers effectively. This abstract describes 

the objectives of a five-year VA career development award to examine associations between caregiving 

structures and mental health utilization and improve training for VA mental health clinicians.  Aim 1 is 

underway and uses data from the linked VA-Health & Retirement Study Aging Veterans Cohort to 

explore associations between caregiving, cognitive status, and mental health care utilization. Aim 2 

involves semi-structured interviews with Veterans with dementia, their caregivers, and mental health 

providers and leadership to identify barriers and facilitators to caregiver involvement in this setting. 

Finally, Aim 3 will use established methodologies to develop, refine, and pilot-test a provider training 

and implementation strategy for the mental health setting. Preliminary data highlight strong desire for 

caregiver-related training by mental health clinicians and the need to address systems factors impacting 

caregiver engagement. Our methodology will support rapid dissemination and implementation of the 

final, effectiveness-tested intervention, and our findings can inform development of future interventions 

to address modifiable factors associated with mental health care access and outcomes. Results of this 

study can inform policy for caregiver support programming and produce a systems intervention that can 

be further tested and adapted for multiple healthcare settings.  
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Understudied Caregiver Populations   S16 
Topic Areas 

1. Alzheimer’s Disease and Related Dementias 
2. Primary Care and Caregiving 
3. Disparities 

 

   
 

Influence of care network characteristics on physician visit experiences 
for Black, White, and Hispanic older adults with dementia 

 
Mary F. Wyman, PhD, Psychologist Investigator, Associate Professor, W.S. Middleton Memorial Veterans 

Hospital 
Irving Vega, PhD; Laura Carbrera, PhD; Reza Amini, PhD; Kyeongmo Kim, PhD; Wassim Tarraf, PhD 

 
 
Most older adults with dementia are assisted by multiple caregivers, but the relationship of caregiver 

network structure with health care access and quality is underexamined. We sought to test the 

associations of informal care network characteristics with the physician visit experience for older adults 

with dementia across diverse race/ethnic groups. Using data from Medicare beneficiaries with dementia 

(age ≥65 years) enrolled in the National Health and Aging Trends Study, we fit survey logistic regression 

models to test cross-sectional and longitudinal associations of physician visit outcomes with 1) size of 

the potential care network and 2) proportion of potential care network members (PCNMs) currently 

helping with daily functioning tasks. We tested for modifications by race/ethnicity in non-Hispanic Black, 

Hispanic, and non-Hispanic White groups. Results showed that Hispanic respondents had the largest 

potential care networks (M = 6.89, SD 3.58) and the smallest proportion of PCNMs providing help with 

daily functioning (M = 29.89%, SD 22.29). In models adjusted for demographics and dementia 

classification, both network size and proportional involvement of PCNMs were positively associated with 

presence of a PCNM and assistance during the visit. Associations remained significant at four-year 

follow-up for presence of PCNM at the visit and were robust to further adjustments for insurance type, 

income, and health factors. Associations were not modified by race/ethnicity.  Our study demonstrated 

that larger networks and higher proportion of PCNMs assisting with daily functioning for older persons 

with dementia predicted informal caregiver presence at the physician visit, across the racial/ethnic 

groups included in our sample. These findings have implications for family caregiving policy, suggesting 

that programs to strengthen caregiving networks may support improved primary care outcomes for 

persons with dementia and help address race and ethnicity-based health care disparities. 
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Technological Innovations to Support Caregiving S18 
Topic Areas 

1. Mental Health  
2. Psychosocial Wellbeing 
3. Technology: Caregiver Interface and Use 

 

   
 

Documentation of Caregiver Data in Medical Records: Clinical Examples in Support of a 
New Standard of Care 

 
Allison Applebaum, PhD, Associate Attending Psychologist; Director, Caregivers Clinic Memorial Sloan 

Kettering Cancer Center 
Erin Kent, PhD, Associate Professor, Associate Chair, University of North Carolina, Gillings School of 

Global Public Health 
Wendy Lichtenthal, PhD, Associate Attending Psychologist; Director, Bereavement Clinic Memorial Sloan 

Kettering Cancer Center 
 
 

The Covid-19 pandemic has amplified a national caregiving crisis that existed long before 2020. It has 

highlighted how the approximately 53 million Americans who serve as family caregivers are an essential 

extension of the health care team. Distress commonly experienced by caregivers can be mitigated or 

prevented with proper psychosocial support, but access-to-care barriers interfere with caregivers 

receiving critical support services. This poster focuses on one such barrier: the lack of formalized 

procedures for documenting caregiver data.  

In this poster, we highlight the importance of establishing an infrastructure to facilitate the screening and 

support of caregivers. We emphasize that streamlining documentation procedures is an addressable 

barrier to improving caregiver care from the time of a patient’s diagnosis through bereavement. 

Standardizing the establishment of separate medical records for caregivers at the time that patients’ 

records are generated will facilitate the provision of the support that caregivers often need to maintain 

their role as fundamental members of the patient care team and promote bereavement care if the patient 

dies. We provide examples of two clinical services targeting cancer caregivers that have successfully 

implemented documentation of caregiver data in medical records: the Caregivers Clinic and the 

Bereavement Clinic at Memorial Sloan Kettering Cancer Center.  

Establishing standardized caregiver records is a critical foundational step that will facilitate identification 

of caregivers in greatest need of support, help coordinate support services, and help protect privacy. 

Without the infrastructure to store, retrieve, and product analytics on caregiver data, services and 

programs will not be appropriately delivered nor sustainable. Challenges to the implementation of 

caregiver records and important future directions will be addressed.   

 

 

101



Cross-Cutting Assessment and Interventions  S19 
Topic Areas 

1. Education and Training of Caregivers 
2. Social Isolation and Loneliness 

 

   
 

Implications of formal training on caregiving on the psychological wellbeing and 
satisfaction of family caregivers 

 
Babatope Ogunjesa, Msc, University of Illinois, Urbana-Champaign 

Andiara  Schwingel, PhD, Associate Professor, University of Illinois, Urbana-Champaign 
 
 

The dynamic of the human population globally is shifting rapidly. In the United States (US), the next few 

decades will increase the older adult population cohort. Thus, family caregiving would continue to require 

support to meet the teeming demands brought about by these changing dynamics. The burden of care 

associated with caring for older adults is enormous as most individuals assuming the role of family 

caregivers are inadequately prepared. Relative to the precise nature of taking this responsibility with little 

or no formal training, the predisposition to experiencing anxiety, loneliness, burn-out, and lack of 

fulfillment are heightened. Therefore, this study analyzed data from the National Alliance for Caregiving 

(NAC) on caregivers of veterans-serving the Homefront study. Using the independent t-test method, we 

concluded that family caregivers with formal training in care provision reported lower stress & anxiety 

levels (M=13.67, SD=3.55) and a higher level of satisfaction & fulfillment (M=9.81, SD= 1.80). In 

comparison, those with no formal training in caregiving reported a higher stress & anxiety level (M=15.25, 

SD= 3.39) and lower satisfaction (M=9.35, SD=2.02) at a 0.05 significant level. The multiple 

correspondence analysis revealed that family caregivers with higher education qualifications, 

urban/suburban dwellers, and high-income earners are more likely to receive formal training in caregiving 

than those on the low spectrum of education qualification, income, and rural dwellers. 
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Emerging Issues in Caregiving  S20 
Topic Areas 

1. Cancer 
2. Family and Intergenerational Relations 
3. Psychosocial Well-Being 

 
Parenting Experience in Couples Coping with an Incurable Cancer while Parenting 

Young Children 
 

Meagan Whisenant, PhD, APRN, Assistant Professor, Department of Research, Cizik School of Nursing, 
The University of Texas Health Science Center 

Sujin Ann-Yi, PhD, Department of Palliative, Rehabilitation & Integrative Medicine, The University of 
Texas MD Anderson Cancer Center 

Victoria Necroto, MA, Department of Behavioral Sciences, The University of Texas MD Anderson Cancer Center 
Stella Snyder, MS, Department of Behavioral Sciences, The University of Texas MD Anderson Cancer 

Center, Houston 
Mason Allen, BA, Department of Research, Cizik School of Nursing, The University of Texas Health 

Science Center at Houston 
Eduardo Bruera, MD, FAAHPM, Department of Palliative, Rehabilitation & Integrative Medicine, The 

University of Texas MD Anderson Cancer Center 
Kathrin Milbury, PhD, Department of Behavioral Sciences, The University of Texas MD Anderson Cancer Center 

 
 
Interventions addressing the needs of parents facing an incurable cancer diagnosis are lacking. This 

qualitative study seeks to describe the experience and identify intervention needs of metastatic cancer 

patients who parent a minor child and their spouses/coparents. 25 couples described their experience in 

single qualitative interviews. Content analysis was used to identify themes related to parental concerns. 

Patients (mean age=45 yrs, 46% female, 70% nonHispanic White) and spouses (mean age=46 yrs, 54% 

female, 58% non-Hispanic White) described variability in how they disclosed a cancer diagnoses to their 

child(ren). Parents tailored their approach to discussing cancer to their child(ren) based on age, 

personality, and anticipated response. When disclosing cancer to their child(ren), parents described the 

diagnosis and treatment and the impact of treatment on the patient. Parents preferred to center 

discussions on the present (symptoms and current treatment), avoiding the future (prognosis and end of 

life). Parents described concerns regarding discussing unknowns with their child(ren), especially when 

discussing prognosis and death and have limited resources for preparing for these discussions. Most 

parents preferred to have conversations with their child(ren) about cancer in their homes, with 

everyone together; some preferred to talk with each child one-on-one. While parents reported that the 

care team offered resources to support parenting concerns, including mental health services, many did 

not report accessing these resources for long-term support due to feelings of overwhelm and lack of 

access. In addition, parents reported accessing family and friends to meet the day-to-day needs of their 

family, including childcare, housekeeping tasks, meal preparation, transportation, and financial 

concerns. Patients and spouses are concerned about how to discuss cancer with their child(ren) and 

identify few resources for preparing for these conversations. Interventions are needed to support 

parents in talking with their child(ren) about cancer and managing the impact of cancer on the family. 
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Understudied Caregiver Populations S22 
Topic Areas 

1. Social and Health Equity, Diversity, and Inclusion
2. Social Isolation
3. Cognitive impairment

Social support network factors associated with verbal fluency among under-resourced 
persons living with HIV 

Amy Knowlton, MPH, ScD, Professor, Johns Hopkins Bloomberg School of Public Health 
Tuo-Yen Tseng, PhD, Assistant Scientist, Johns Hopkins Bloomberg School of Public Health 

Dulce Maria Cruz-Oliver, M.D., Assistant Professor, Johns Hopkins University School of Medicine 
Catherine Clair, PhD student at the Johns Hopkins Bloomberg School of Public Health 

 Mary M. Mitchell, PhD, Research Scientist at Friends Research Institute, Inc. 

Under-resourced racial minority persons living with HIV (PLHIV) are stigmatized and at high risk of 

cognitive impairment and social isolation. Personal network methodology can facilitate an 

understanding of the microsocial context of caregiving. Such an understanding is especially important 

for informing policies and interventions for under-researched, stigmatized populations with health 

disparities. We sought to identify linkages between their cognitive function and qualities and functioning 

of their social support networks. Verbal fluency (VF) is a cognitive domain linked to HIV and may be 

particularly relevant to social support given its role in communication. Former or current injection drug 

using PLHIV enrolled in the BEACON study (n=383) completed the Controlled Oral Word Association test 

(COWAT) and a social support network inventory. Latent class analysis with count variables was used to 

determine the number of distinct classes of PLHIV based on their social network characteristics. The 

majority of the sample was male (61.4%), African American (85.9%), and had a high school education or 

less (83.8%). Standardized COWAT scores (T-scores) were approximately normally distributed, with a 

range of 18.8 to 75.6, a mean of 46.9, and a standard deviation of 9.3. Fewer support network members 

(β = 6.25, p < 0.01), greater negative interactions (β = 6.67, p < 0.01), and less positive interactions with 

network members (β = -6.67, p < 0.05) were significantly associated with lower COWAT scores. The 

findings reveal important targets and approaches to promoting community support of PLHIV with 

impaired function. Comprehensive screening of high-risk PLHIV and early intervention with those with 

cognitive impairment are important for addressing under-resourced persons’ community support needs 

and preventing potential isolation.  

104



Technological Innovations to Support Caregiving S23 
Topic Areas 

1. Technology: Caregiver Interface and Use
2. Sleep
3. Cancer

Preliminary evaluation of an Internet-based insomnia intervention among cancer 
caregivers 

Kelly Shaffer, PhD, Assistant Professor, University of Virginia Center for Behavioral Health and 
Technology 

Jillian Glazer, BA, Research Assistant, University of Virginia Center for Behavioral Health and Technology 
Karen Ingersoll, PhD, Professor, University of Virginia Center for Behavioral Health and Technology 
Lee Ritterband, PhD, Professor, University of Virginia Center for Behavioral Health and Technology 

Internet interventions may help more caregivers access insomnia treatment, but it is unknown how 

acceptable and feasible existing Internet-based insomnia interventions are for addressing the unique 

needs of caregivers. This pilot study aimed to document preliminary evidence of overall use, efficacy, 

and preferences for tailoring of a previously established, Internet-delivered cognitive-behavioral therapy 

for insomnia (CBT-I) program among cancer caregivers. Thirteen family cancer caregivers were recruited 

to participate in a single-group, open-label trial of SHUTi (Sleep Healthy Using the Internet); eight 

caregivers engaged with the program and completed post-assessments. Participants reported insomnia 

symptom severity (ISI), dysfunctional sleep beliefs (DBAS), and sleep self-efficacy (SSE), and completed 

10 days of sleep diaries (minutes of sleep onset latency [SOL] and wake after sleep onset [WASO]) at 

baseline (T1) and post-intervention (T2). Caregivers who engaged with SHUTi reported large decreases 

in insomnia symptom severity (ISI change from T1 to T2 d=1.26) and minutes of SOL (d=1.12) and WASO 

(d=1.26). They also showed large improvements in sleep beliefs (DBAS d=1.46) and sleep self-efficacy 

(SSE d=1.63). Engaged caregivers completed a median of 5.5 of the 6 total intervention ‘Cores,’ or 

sessions (range = 1-6). Five of the eight caregivers were generally satisfied with the intervention and 

agreed that the intervention met most of their sleep needs. Themes from users’ qualitative feedback of 

the program included that they found the behavioral components of CBT-I helpful, but challenging; 

tailoring for the caregiver context would be helpful; endorsed concerns about the impact of their 

treatment adherence on the patient; and that delivery by the Internet was helpful. Further study with a 

larger sample of caregivers is under way to better understand how different caregiving contexts affect 

caregivers’ ability to engage with and benefit from SHUTi. 
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