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Objectives
Describe the integrative interventions for PROJECT 
ADAPT 
• Heart Failure & Pain interference 
• ADAPT Community Advisory Group 

Describe the iterative interventions for PROJECT 
UPHOLDS 
• Heart Failure & Quality of Life



Clinical Trials

o Project ADAPT: 
Addressing Pain 
Through A 
Navigator-Led 
Palliative Care 
Optimized for 
Heart Failure 

o Project 
UPHOLDS: An 
Optimization 
Pilot to Optimize 
An Early 
Palliative Care 
Intervention for 
Advanced Heart 
Failure



Pain and Heart Failure 

Pain related to    Anxiety, Sleeplessness, 
Depression, Hopelessness, Hospitalization

23-85% reported pain prevalence in HF; 
top 3 symptom reported

Complex pain etiologies & heterogeneous  



• Formative Evaluation 
Optimization Pilot Design 

• Community-based lay navigator 
coaches to deliver the 
intervention

• Iterative, community-based 
intervention development 

• Exploring maintenance of effect 

ADAPT HF Study 
Innovation
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ADAPT HF Conceptual Model



Proposed ADAPT HF 
Components

24 factorial pilot



Inclusion/Exclusion Criteria 

1. Age ≥ 18
2. African American 
3.  NYH Classification of Heart Failure 
4. English Speaking 
5. Willing to participate

1. Age < 18
2. Not African American 
3. Ineligible HF classification 
4. Self-reported severe mental illness 
5. Dementia 
6. Active Suicidal Ideation
7. Active substance abuse 
8. Uncorrected hearing loss 
9. Unable to respond in English 
10. Non-cardiac terminal illness 
11. Previous PC consultation
12. Clinician decline 
13. Other 

 

Inclusion Criteria Exclusion Criteria



ADAPT HF Outcomes 
• PROMIS Pain Interference (primary)
• PROMIS Pain Intensity 
• Edmonton Symptom Assessment Scale
• Kansas City Cardiomyopathy Questionnaire- short form (Quality 

of life) 
• Self-care of Heart Failure Index
• Multidimensional Scale of Perceived Social Support
• Patient Activation Measure- short form

• Baseline & 12-weeks



CAG-refined 
Recruitment 
Process & 
Materials

Presenter Notes
Presentation Notes
Centers for Disease Control and Prevention “ the process of working collaboratively with and through groups of people affiliated by geographic proximity, special interest, or similar interest, or similar situations to address issues affecting the well-being of those people.”

Central aim – improve health by building trust, enlisting new resources and allies, creating better communication, and creating longstanding collaborations




• Recruitment – May 2023 – January 2024
• In clinic

• Cooper Green Meet and Greet with Staff
• In Person

• Community – rural focus
• REGARDS Study Coordinators

CAG-refined Recruitment 
Process & Materials



• Final Composition 
• 5 members

• 3 patients
• 2 Caregivers 

• Meetings
• November 2023

• Introductions, Study Overview, CAG 
Recruitment Flyer Review

• Phone Call 
• Feedback Survey Instruments 

• March 2024
• Introductions, Updates, Intervention Material 

Feedback

• Fall 2024
• Updates, Intervention Material Feedback

Community Advisory 
Group formation



CAG-refined Recruitment Process & 
Materials



CAG-refined 
Intervention Toolkit



CAG-refined Feedback 



Community-Based Palliative Care Coaching with 
Navigators



Study 
Timeline



What is Project UPHOLDS?

Phone + In-person interaction

Palliative care 
coach-led

Goal is to increase 
patients’ serious 

illness self-
management skills 
and self efficacy to 

improve QoL 

Older adults with 
advanced heart failure 

4-9 coaching sessions using 
UPHOLDS Toolkit (20-30 
minutes)

Presenter Notes
Presentation Notes
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24 full factorial 
optimization 
trial design

Purpose
Test feasibility, acceptability, and preliminary 
efficacy of components of  the UPHOLDS (Utilizing 
Palliative Care for Heart Failure Optimized using 
Lay Navigators to Decrease Suffering) intervention 
for patients with advanced heart failure.

Design
24 full factorial design testing feasibility and 
acceptability of improving quality of life for heart 
failure patients using these components: 1) 
palliative care psychoeducation coaching (4 vs. 8 
sessions); 2) financial coaching (yes vs. no); 3) 
monthly follow-up (1 call vs. 4 calls) and 5) 
outpatient palliative care clinic visit (yes vs no)



Inclusion/Exclusion Criteria 

1. Age ≥ 50
2. African American 
3.  NYH Classification of Heart Failure 
4. English Speaking 
5. Recent Hospitalization (6 months)
6. Willing to participate
7. Telephone access 

1. Age < 50
2. Not African American 
3. Ineligible HF classification 
4. No recent hospitalization 
5. Self-reported severe mental illness 
6. Dementia 
7. Active Suicidal Ideation
8. Active substance abuse 
9. Uncorrected hearing loss 
10. Unable to respond in English 
11. Non-cardiac terminal illness 
12. Previous PC consultation
13. Clinician decline 

 

Inclusion Criteria Exclusion Criteria



There are 4 
main 

components 
to UPHOLDS

COMPONENT 1:
Palliative Care Psychoeducation

Basic psychoeducation – 4 sessions

Advanced psychoeducation – 8 sessions

Content:
1) Coping with serious illness
2) Self-care principles and strategies
3) Symptom management principles and skills
4) Value elicitation 

Content:
1) Same as above plus: 
2) Illness/prognosis understanding
3) Managing advanced therapeutics 
4) Principles of social support effectiveness theory
5) Serious illness conversations 
6) Basics of healthcare decision making 



There are 4 
main 

components 
to UPHOLDS

COMPONENT 2:
Finacial Coaching

Content:
1) Normalizing financial distress
2) Strategies to address financial strain
3) Review resources within the community 

COMPONENT 3:
Palliative Care Consultation

Objectives:
1) Connect/build rapport with specialty palliative 

care team
2) Proactively address symptoms/areas of suffering 

identified during coaching sessions 



There are 4 
main 

components 
to UPHOLDS

COMPONENT 4:
Follow up calls
One Monthly Follow-up Call vs. 4 Monthly Follow-Up 
Calls
1) Ask about how last month has been and new challenges in living with 

advanced heart failure 
2) Reinforce prior session content
3) Follow up on prior action plans and provide action support



Condition

Specialty  Palliative 
Care Consultation

(Yes vs No)

PC Coaching
(4 Sessions vs 8 

sessions)

Financial 
Coaching

(Yes vs. No)

Monthly Follow-
up calls

(1 call vs. 4 calls)
n per 

condition
Aqua Yes 4 sessions Y 1 call n=4
Blue Yes 4 sessions Y 4 calls n=4
Coral Yes 4 sessions N 1 call n=4
Denim Yes 4 sessions N 4 calls n=4

Emerald Yes 8 sessions Y 1 call n=4
Fuchsia Yes 8 sessions Y 4 calls n=4

Gold Yes 8 sessions N 1 call n=4
Harlequin Yes 8 sessions N 4 calls n=4

Indigo No 4 sessions Y 1 call n=4
Jade No 4 sessions Y 4 calls n=4

Khaki No 4 sessions N 1 call n=4
Lime No 4 sessions N 4 calls n=4

Maroon No 8 sessions Y 1 call n=4
Navy No 8 sessions Y 4 calls n=4

Orange No 8 sessions N 1 call n=4
Pink No 8 sessions N 4 calls n=4

24 factorial 
trial design

Presenter Notes
Presentation Notes





There are 16 
different 

UPHOLDS
“packages”



The 
UPHOLDS

Toolkit



Measures

Measure Baseline Week 12 Week 24
Feasibility (intervention component & 
measure completion rate) X

Acceptability (interviews) X
*Quality of life (Kansas City Cardiomyopathy 
Questionnaire-12) X X X

Mood (Hospital Anxiety and Depression Scale) X X X
Financial Distress (Comprehensive score for 
financial toxicity) X X X

Self-management (Self-care of Heart Failure 
Index) X X X

Symptom burden (Edmonton Symptom 
Assessment Scale) X X X

Self-efficacy (PROMIS General Self-efficacy 
measure- Short Form) X X X

Financial Well-Being Scale X X X

Measures to be collected at baseline, 12 weeks, and 24 
weeks. Acceptability interviews are conducted at 24 weeks. 



Palliative 
care coaches
receive 
advanced 
training as 
UPHOLDS  
Coaches

50-60 hours of structured didactic and 
skills training curriculum

Enhanced preparation areas: lay 
navigation, coaching and action planning, 
motivational interviewing, heart failure 
and palliative care fundamentals 

Simulated practice with debrief

Ongoing weekly oversight by palliative 
care and heart failure clinicians



Questions & answers
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