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Thank you to the organizing committee, the National Cancer Policy Forum and ASCO for the opportunity to provide my perspective on the anniversary of the Delivering High Quality Cancer Care: Charting a new course for a system in crisis report. I am Kathi Mooney from the Huntsman Cancer Institute where I co-lead Cancer Control and Population Sciences and where I am a professor of Nursing at the University of Utah. 
I will discuss what I see as persistent challenges to achieving excellent and equitable cancer care and suggest some new strategies to advance the delivery of high-quality cancer care. I will primarily focus on two areas that I have expertise in, symptom monitoring and management and inequities in access to supportive care for rural and isolated cancer populations, although, I think the challenges and potential strategies apply broadly to other areas of cancer care.
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Landscape for the Delivery of Cancer 
Symptom Management since 2013

• Symptoms and adverse events 
remain a significant feature of 
treatment and advanced disease 

• Fragmented symptom care
• Limited or no EHR inclusion
• Current model: Patient self-

management education
• Current model: Clinic visit, ED and 

unplanned hospitalization for urgent 
care- not proactive

• A bricks and mortar structure

• Technology advances 
• Value of patient-

reported outcomes 
(PROs)

• Basch, 2016,2017; 
Mooney 2017

• Covid-19 Pandemic
• New models of care

• Remote monitoring
• Hospital at Home
• Virtual care
• Chemo at home
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To start, let’s examine the landscape for cancer symptom management in 2023-symptoms and adverse events remain a significant feature of cancer treatment and progressive disease. Unfortunately I don’t see much improvement in symptom care in the last 10 years since the prior report. We have the same fragmented system for care. While there is growing adoption of systematically gathering patient symptom experience through patient reported outcomes (or PROs) there are no standard pathways for their inclusion in care or even inclusion as structured data elements in EHRs. In the current model (and the model of 2013), patients and family caregivers generally receive written or electronic self-care guidance and often chemo classes on self-management prior to treatment. They are also told to call the clinic if they have poorly controlled symptoms. Unfortunately, this is insufficient to address symptom care and results in a significant number of cancer patients who use the emergency department for their symptom care or are re-hospitalized due to acute adverse symptom episodes. This system is not sufficiently proactive or focused where the patients are when they have symptoms- at home. Instead we have a bricks and mortar orientation to where symptom care is available: the ED, hospital or clinic. As a result, patients and families suffer, health care services are burdened and it is costly. This was the reality in 2013 and it is the reality today. 
Now taking stock of where we have advanced, we now have  effective technologies to extend our reach to communities and homes. Starting 3 years after the 2013 report was released, through the work of Ethan Basch and others, we started to accumulate the evidence about the value of automated systematic monitoring of patient-reported symptoms from home, paired with provider response for poorly controlled symptoms and found that this combination dramatically decreased symptom burden and unplanned health care utilization. The following year the Basch team also reported extended survival for patients in the PRO monitoring and management intervention group. This work continues to grow, and has been a focus of the Cancer Moonshot and PCORI grants. 
The other dramatic event in the past 10 years has been the Covid pandemic and the rapid change of course from bricks and mortar services to virtual care, telehealth, digital solutions and home-based services. This has resulted in several models of care delivery including remote home monitoring, implementation of the hospital at home model that provides hospital level care in the home, virtual care and chemotherapy at home. These models have been evaluated with evidence of feasibility, safety and high patient and family satisfaction. The challenge remains whether we have reached a tipping point in adoption post pandemic and whether we have the will to adapt the care delivery infrastructure and design payment models to make these models scalable and sustainable.



Overlay the Current Care Model with 
Distance from Cancer Care

Distance as a Disparity
• Living outside of a metropolitan area           

Rural <100/sq. mi; Frontier <7/sq. mi
• Rural patients-higher cancer mortality rates; 

less likely to receive standard of care (Levit, 
2020)

• Utah rural patients- 5-year relative survival 
5.2% lower than urban and a 10% increase 
in risk of death (HR = 1.10, 95% CI = 1.03, 
1.18). More likely higher stage, older 
patients (Hashibe, 2018) 
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Presentation Notes
Overlay the current bricks and mortar, high health care utilization, cancer symptom care model, with the inequities of accessing cancer symptom and supportive care for patients and their family caregivers living in rural and frontier settings. Nearly 20% of people in the US live in non-metropolitan rural communities defined as 100 people per square mile or the more isolated frontier communities with less than 7 people per square mile. Distance from cancer care is a disparity. The quality of cancer care for these communities is not equitable to those living in metropolitan areas. 



Distance Disparities
• Demands on family caregivers
• Uncertain about how to evaluate 

symptoms- seek local care or 
travel to cancer services

• Self-management challenges for 
complex care, health literacy

• Lack of coordination and 
communication between local 
providers and cancer providers; 
incompatible EHRs

• Limited or no access to oncology 
services without travel: 
screening, diagnosis, treatment, 
clinical trials, supportive care, 
survivorship care

• Travel (while unwell)
• Transportation costs
• Lodging and food costs
• Lost wages, added financial 

burden
• Limit treatment options to fit 

travel demands and added costs
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We have a cancer symptom care system built for people like us and we have little idea of what patients traveling from rural or frontier communities face in seeking cancer treatment, clinical trials, symptom or survivorship care. Visiting a patient’s home
gives you the reality and context of the demands and burdens of receiving cancer care and a more holistic understanding of that patient and family.



Is this a Patient-Centric Model of Care 
Delivery; Does it Provide

Equitable Access to Care?

Presenter Notes
Presentation Notes
Two key points in the 2013 Delivering High Quality Cancer Care report was their conceptual framework that underscored a patient-centric model and Recommendation 9 that focused on models that provided equitable access to care. The cancer symptom care delivery model in 2013 and the care delivery model now are neither patient-centric nor do they provide equitable access.
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This brings me to the first of two quotes that I find helpful in thinking about new strategies to advance the delivery of high-quality cancer care: 
If you always do what you always did, you will always get what you always got.



Paradigm Changing Models of 
Care Delivery

Bringing Cancer Care Home

Presenter Notes
Presentation Notes
In terms of cancer symptom care we need to change our frame from bricks and mortar services to include community and home-based care where we can actively monitor, prevent and when necessary treat symptoms and symptom escalations. This is patient centric and I would add family centric as well. In the next couple of slides I will provide examples of what we are doing at the Huntsman Cancer Institute.  



Home-Based Model for Cancer Care
Need for a unique oncology home-based model 
of care to address treatment side effects and 
symptoms of disease progression

 Acute episode care that would otherwise 
require ED and/or hospitalization

 Subacute monitoring and care to 
address early, symptom exacerbations and 
to prevent acute episodes all together (not 
found in standard hospital at home models)

Presenter Notes
Presentation Notes
We began Huntsman at Home in the summer of 2018. This was pre-pandemic. We wanted to improve symptom care and our analysis pointed to delivering care where the patient was experiencing symptoms- at home, addressing the reality of fluctuating symptoms and the need for a more proactive approach through active monitoring, and alternate approaches to acute episode care other than the current ED and hospitalization model. Our hospital and ED were at capacity. As a result, we were able to use foundation grants and philanthropy to assure a cost neutral demonstration project and evaluation of this new model. We adapted the hospital at home model for acute episode care and added a subacute component to address proactive monitoring and symptom reduction at home so we could decrease symptom escalations that resulted in urgent care episodes.



Huntsman at Home 

Program Description

Titchener et al. NEJM 
Catalyst 2021 2(11) Outcomes Evaluation

Mooney et al. JCO 2021
39(23):2586-2593

Began August 2018
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We have published a detailed description of our model in a 2021 article in the New England Journal of Medicine Catalyst with the outcomes of our pragmatic trial also reported in 2021 in JCO. These provide more detail than we can cover this morning.  



Acute Subacute
• Hospital at Home model
• 3-7 day acute home-based care 

rather than hospitalization
• Common reasons:

• Poorly controlled pain
• Dehydration; electrolyte 

imbalance
• Failure to thrive, frailty, falls
• Neutropenic fever; infection
• Acute hypoxia
• Partial bowel obstruction

(Titchener, 2021)

• Technology based PRO monitoring and 
management

• Symptom Care at Home (SCH)-monitoring, 
automated coaching and NP follow-up

• Chemotherapy Patients with SCH 
monitoring: 67% less severe symptom 
days, 40% less moderate symptom days, 
60% more mild symptom days, 25% more 
asymptomatic days than usual care

• Hospice Caregiver: 38% reduction in 
patient end-of-life symptoms; 35% 
improvement in Caregiver Mood and 31% 
improvement in Vitality than usual hospice 
care         
(Mooney, 2017; 2023)
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In brief, our acute program has a range in length of stay of 3-7 days and replaces the need for hospitalization or ED boarding. The most common reasons for admission are poorly controlled pain, dehydration, failure to thrive, infection, acute hypoxia and partial bowel obstruction. In the subacute program, at risk patients, for example those immediately post acute care episodes, are followed  proactively for 30 days and can be readmitted if symptoms remain unstable (for example reoccurring bowel obstructions).  This may include the use of Symptom Care at Home, a digital PROs symptom monitoring and management platform that we developed and have tested over the past 20 years. We have tested it in both patients receiving chemotherapy and adapted it for family caregivers. The data here are for earlier studies not in the Huntsman at Home setting but demonstrate significant symptom reduction for both patients and caregivers over our usual care practices.



Huntsman at Home’s Health Care Utilization 
Outcomes in the 30 Days after Enrollment

Health Care Use; Cost Estimate p-value

Unplanned Hospitalizations 
Odds Ratio

% Reduction
0.45
55% <0.001*

Unplanned Hospital LOS 1.13 days  0.004*

ICU Stays Odds Ratio 0.99  0.972
ED Visits Odds Ratio

% Reduction 
0.55
45% 0.022*

% Reduction in Charges 47% 0.001*

Mooney et al. J Clin Oncol 2021; Aug 10; 39(23):2586-2593

169 H@H pts compared to 198 usual care pts
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The outcome evaluation for the Huntsman at Home program was equally very positive. We had a match control group who was considered eligible for H@H services but lived outside the service area. We followed patients for 30 days from the day of admission or the day they were eligible for admission but were found to live outside the service area. When compared to the usual care group, we found a 55% reduction in unplanned hospitalization, if hospitalized a shorter length of stay and a 45% reduction in ED visits. There was no difference in ICU utilization which we hoped to see as H@H is not designed for ICU level care. We also found a 47% reduction in charges.



Huntsman at Home Rural Model 
to Address Distance as a Disparity

Rural Program
Carbon, Emery and Grand Counties

Initial Salt Lake valley; 20 mile radius of Huntsman

 Population-based model
 NP, nurse navigator,                 

home health RNs, PT, SW, 
Paramedics

 Scalability-rural virtual care center
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Our cancer center’s catchment area is very large- at the time of the implementation of H@H it was the entire state of Utah and recently it has been expanded to a five state region that includes Nevada, Idaho, Wyoming and Montana in addition to Utah. So a vast rural-frontier geographic landmass. We did not want to perpetuate a disparity by offering a HCI service that only worked for people living near the bricks and mortar of the cancer center so from the beginning we planned to expand to three rural counties in southeastern Utah to adapt (with community guidance) and evaluate a way to provide Huntsman at Home to remote communities. 



Addressing Geographic Access and Inequity

• 2 - 5 hour drive one way from Huntsman 
including a high mountain pass

• The 3 rural/frontier counties; 9,641 sq.. mi
• Combined population 40,220
• No oncologist in the 3 counties
• Two safety net hospitals, 27 and 17 beds
• Significant health disparities

 49% Health literacy
 45% Transportation burden
 30% Patient & family financial toxicity
 15% Food insecurity
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Briefly, to get a sense of these communities- they are a 2 to 5 hour, one way drive to Huntsman Cancer Institute. They cover nearly 10,000 sq. miles and have a combined population of slightly over 40,000. There are no oncologists or cancer specialty care providers in any of these 3 counties. And they are served by two hospitals- one with 27 beds; the other with 17 beds. Among our patient population we have found significant health disparities. We are still evaluating the rural program so do not have outcomes to report for another 6 months, but the program has been in operation for 2 years and has been very successful. We are examining how to scale it further through a virtual care center and home health and paramedic on-ground services. This is important to sustainability due to the small population of patients in a vast region and the need to efficiently scale the service throughout our catchment area. 



Challenge: the lift from a brick and mortar model of 
inpatient and outpatient cancer services to one that 
embraces home as a key site of care and a commitment to 
address distance as a disparity

• Restructuring mindset, oncology 
cultural change, champions

• Becoming patient-centric
• Utilizing technology
• Investing in new infrastructure
• Changing restrictive regulations; 

adding enabling policies
• Embracing new payment models
• Emphasizing pragmatic trials and 

implementation science
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There are challenges to implementing novel models that are outside the prevailing cancer and health care infrastructure. Providing cancer care at home is an entirely new setting and requires adapting current delivery structures. Health care systems are very rigidly organized and regulated and therefore it is difficult but necessary to provide new incentives for restructuring and change. In order to improve cancer care delivery models, research must be a significant partner including pragmatic trials and importantly implementation science to determine best practices to overcome the barriers (provider, health system and regulatory) to true integration and practice change.



Our challenge is to 
disrupt current 
approaches to 

cancer care delivery

By Having New Eyes

Presenter Notes
Presentation Notes
To close I share my other favorite quote attributed to Marcel Proust (Proost):
The real voyage of discovery consists not in seeking new landscapes but in having new eyes
Our challenge is to use entirely new eyes to disrupt and restructure current approaches to cancer care delivery that are not working.
Thank you
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