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Presenter Notes
Presentation Notes
I’m Kristen Hackbarth, communications director for Nevada Cancer Coalition and facilitator for the Pediatric and AYA Cancer Collaborative, a work group created following the development of the 2026-2030 Nevada Cancer Plan. I helped to lead the development this newest edition of our statewide cancer plan and today I want to share a little more about the pediatric and AYA section of the plan, how we developed it and where we’re going. 




2026-2030 Nevada Cancer Plan

What is it?
Framework for action
Features Nevada’s cancer data
Goals and objectives
Strategies for achieving progress

Presenter Notes
Presentation Notes
This plan is a framework for action developed by more than 100 volunteers from across the state working in clinical and public health settings, survivors and caregivers, advocates, policymakers, others. They used the most recent cancer data along with their expertise to draft goals, objectives and strategies that will help us to make progress in reducing the burden of cancer in Nevada.




2026-2030 Nevada Cancer Plan - PSE
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Presentation Notes
I quickly want to note that this plan focuses on evidence-based strategies designed to make sustainable changes in the areas of policy, systems, and the environment.
 
Policy Change: Involves creating or modifying laws, regulations, or organizational policies to support healthy behaviors and reduce cancer risk. An example might include a policy requiring insurance coverage for fertility preservation for pediatric cancer patients. Often policy change is necessary before systems or environmental changes can be implemented.  

Systems Change: Focuses on altering the rules, structures, or processes within organizations or communities to improve cancer outcomes. This might involve developing a system to use telehealth for clinical trials enrollment and education. 
 
Environmental Change: Modifies the physical or social environment to make healthy choices easier, such as building safe walking paths or increasing access to healthy foods. 




Who is the Nevada Cancer Plan for?

Presenter Notes
Presentation Notes
There’s a misperception that the cancer plan is intended to guide the work of NCC’s staff, and to a certain extent that’s true. But it’s much, much more. Comprehensive Cancer Control is an approach to reduce the burden of cancer by coordinating collaboration between partners. More simply put – it's people and organizations working together to achieve outcomes we could not achieve separately. Everyone has a role to play in Nevada's plan. These are photos of some of some of the groups that participated in an activity outlined in our last cancer plan – even if they didn’t know they were doing so. They include local, state and federal policymakers, educators and students, community programs – yes, even parks and recreation people – physicians, hospitals, health departments, cancer survivors, nurses, nonprofits, business owners and leaders, pharma companies – and yes, even the burning man camp that wants to ensure fellow burners are Sun Smart. The Cancer Plan is a public health strategic plan, but it’s also a guidebook with activities that anyone with an interest and the initiative can take up and execute in their communities. So what’s in the new 2026-2030 Nevada Cancer Plan? 




2026-2030 Nevada Cancer Plan

8 GOAL AREAS
Prevent cancer
Expand the use of genetics as a risk factor
 Increase early detection of cancers
Support access to affordable, quality health  care
 Improve quality of life
Provide high quality data & proactive surveillance
 Increase cancer research
 Improve access to care and quality of life for 

pediatric & AYA cancer survivors

Prevent cancer
Expand the use of genetics as a risk factor
 Increase early detection of cancers
Support access to affordable, quality health  care
 Improve quality of life
Provide high quality data & proactive surveillance
 Increase cancer research
 Improve access to care and quality of life for 

pediatric & AYA cancer survivors

Presenter Notes
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The new plan still prioritizes prevention, screening and early detection, survivorship, and surveillance and research. But we’ve expanded and reorganized some of the objectives. We now have a goal and objectives addressing genetics, diagnosis and treatment focused on access to quality care, and for the first time we address pediatric and AYA cancers. 




2026-2030 Nevada Cancer Plan
Crosscutting Issues
Racial and Ethnic Disparities
Housing and Food Insecurity
Access to Healthcare and Geography
Public Health Infrastructure
Environmental Exposures

Presenter Notes
Presentation Notes
This plan is more comprehensive than ever before and we delved deeper into crosscutting issues – speaking more to concerns including housing and food insecurity, access challenges for our rural and frontier populations, our public health and overall healthcare infrastructure, and the many environmental factors that affect Nevada.

The plan shines more of a light on how changes to policy affect cancer control in our state AND also provides more policy-based strategies – at the state and local level – that can be pursued to achieve our goals.






Objectives Development

DATA DRIVEN STAKEHOLDER 
INPUT

CAN WE MEASURE IT? CAN WE ACHIEVE IT?

Presenter Notes
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We took into account four key things when working with partners to develop this new plan. Is the need for each objective or activity supported by data? And, can we measure progress on it? Are stakeholders supportive and were they able to contribute to the development of the objectives and strategies to make them meaningful and effective? And lastly, is what we’ve proposed even achievable? Do we have the capacity, the will, or the funding to make it happen? 



Adding Pediatric & AYA Cancers to the Plan
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So how did we build the plan? When we developed our last plan, we acknowledged pediatric cancers, but hadn’t really gotten our arms around how to incorporate it into the plan. This time around, from early 2024, we knew that we wanted to add pediatric & AYA cancers to the plan and we had many more partners who would help to develop this section. As with all other sections of the plan, we started with data. Once we had that, we got to work. So let’s look at what we had for data.




Incidence/
Case Data

Source: Nevada Central Cancer Registry • Pediatric and 
Adolescent Cancers in Nevada, 2018-2022. Age-adjusted 
5-year counts and annualized incidence rates for those 
ages 0-19. Cancers are grouped using the International 
Classification of Childhood Cancer and the dataset 
includes all childhood cancers recorded in the Nevada 
Central Cancer Registry that meet this classification for 
those ages 0-19 when diagnosed.

Presenter Notes
Presentation Notes
We received only a few pieces of data for pediatric and AYA cancers from the state registry, one of which was five-year case data for pediatric cancers based on the International Classification of Childhood Cancers groupings. 

There’s a plethora of data available for adult cancers including incidence and mortality rates by a variety of demographic breakdowns, screening rates, stage at diagnosis, etc. We also had risk factor data, such as tobacco use rates and obesity rates, and screening data for the percentage of people getting mammograms or colonoscopies. 

Pediatric cancers is a whole different ballgame.

These counts cover 5 years, so we’re looking at very low numbers of cases as compared to adult cancers, of which there are more than 18,000 diagnosed in Nevada every year. 

One of the reasons why we have to look at data this way is because when counts are very low they are suppressed for patient privacy. That also limits the demographic variables with which we can view the data.

Our takeaway from this was that a variety of cancers can affect young people, but in Nevada nearly one-third of pediatric and adolescent cancers are leukemias and other bone marrow cancers. We do not have a pediatric bone marrow transplant program in Nevada, and a bill in the 2025 legislative session to establish one died in committee. 

�



Workforce & Access Data

Provider Type Data Year
NV Rate per 

100,000 US Rate Total Count
Pediatric APRN 2024 - - 68
Pediatric Cardiology 2024 1.9 4.8 14
MDs & DOs, Pediatrics, Gen. 2024 52.2 87.6 375
MDs & DOs, pediatric subspecialties 2024 23.9 45.2 172
MDs, child & adolescent psychiatry 2023 6.7 5.8 48

Other Data Measures Data Year
NV Rate per 

100,000 US Rate Total Count

Children under 19 without health insurance 2024 8.5 5 -
ABP certified Peds Hem/Onc 2024 1.75 3.85 12
ABP certified all subspecialties 2024 24.78 40.68 170

ABP peds hospice/palliative 2024 0 0.53 0

Source: Physician Workforce in Nevada, 2024, Packham, et. Al. 

Presenter Notes
Presentation Notes
We pulled some workforce data from the Nevada Office of Statewide Initiatives at UNR. This data allowed us to see how our workforce and insurance rates compared to the U.S. average. You’ll see that Nevada is doing worse than the national average almost across the board, with the exception of child & adolescent psychiatry, where we have just over the U.S. rate. However, when you narrow that field down to psychiatrists or other professionals with specific mental health treatment support for pediatric and AYA cancer survivors, it narrows dramatically. 

We also pulled some data from the American Board of Pediatrics, which board certifies physicians, to get a little more specificity on pediatric subspecialties. As you can see, we’re short on pediatric hem/oncs.
�

https://www.abp.org/dashboards/pediatric-subspecialty-us-state-and-county-maps
https://www.abp.org/dashboards/pediatric-subspecialty-us-state-and-county-maps


Other Data
In-State vs. Out-of-State Treatment by ICCC Grouping (2018-

2022)
19.27% left the state for all or some treatment; highest rates of travel were 

for central nervous system cancers, hepatic, cancers, malignant bone 
tumors and retinoblastoma
65.4% received all treatment in state

Out of State Travel Data – partially estimates, from community 
organizations
 2 organizations charged 95 families leaving the state for care in 1 year
Averaged 664-847 miles per round trip (# total trips unknown)
Annual out of pocket travel costs per families - $7,500 - $10,000 just for 

travel

Presenter Notes
Presentation Notes
We requested and received a bit more data as we completed our work, including data on pediatric patients who remained in state or traveled out of state for care and travel data from our community partners including number of families assisted and average miles traveled.

Based on data from the Nevada Central Cancer Registry, over a five-year span about 1-in-5 families traveled out of state for pediatric or adolescent cancer treatment. Just under two-thirds remained in state for all treatment, and the remainder did not receive treatment. 

The registry doesn’t collect details on travel for treatment, but community partners do since they provide support for those families. Their one-year data showed that 95 families left the state for treatment averaging anywhere from about 650-850 miles per round trip. Their annual travel only costs – not financial losses from travel, not treatment costs, just travel -- averaged upwards of $10,000.�



And More Data
Pediatric Oncology Physician Survey – handful of qualitative 

responses on perceived needs

Childhood Cancer in Nevada data report (2011-2021)

Presenter Notes
Presentation Notes
We received qualitative data from a handful of pediatric oncology physicians via a survey produced by Cure 4 The Kids Foundation that added to our plan discussions and provided vital input from stakeholders that were unable to attend planning meetings. We also had access to a data report from the Nevada Central Cancer Registry, but that data was already quite a bit out of date and largely unused. 
�
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In addition to what we received from state and community sources, we also looked for data that would round out the story. We reviewed other statewide reports to understand how crosscutting issues like housing and food insecurity are affecting Nevadans. We looked at the Silver State Health Improvement Plan to see what strategies it recommended. We looked to other state and federal agencies for information on environmental exposures, research and data collection. And we even looked to news outlets like the Associated Press who are reporting on cancer-related issues. 



The Goal

Improve access to quality care and supportive resources 
for individuals and families impacted by cancer among 
children, adolescents, and young adults.

Presenter Notes
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The result was an overarching goal for the pediatric & AYA section of the plan to improve access to quality care and supportive resources for individuals and families impacted by cancer among children, adolescents and young adults. 

Up to this point I haven’t really mentioned the young adult component. That encompasses those ages 20-39 who are increasingly being diagnosed with cancer – not necessarily rare cancers, but common ones such as colorectal, breast and skin cancers, but at much younger ages than seen in the past. We included them here because they have some of the same challenges, including access to care, and support following diagnosis and throughout survivorship. 

The objectives that we wrote don’t encompass everything we think Nevada needs to fix all that’s not working or coming up short for pediatric and AYA cancers. We knew that a pediatric hospital was coming as we wrote the plan, and we’d love to see a pediatric cancer hospital in Nevada, but we know those are long-term and not achievable within our five-year timeframe. Our objectives really focused on groundwork we could lay to build toward those longer term goals. 




Objective 1
Increase the availability of data for pediatric, adolescent and 

young adult cancers through complete, accurate, and timely 
reporting to Nevada’s Central Cancer Registry and proactive 
epidemiological reporting.
Education
Data in, data out
Qualitative data
Federal data initiatives

Presenter Notes
Presentation Notes
First up is data. As you can see from what I presented, there’s not a lot of shareable data on pediatric cancer in Nevada. We need to work on getting some epidemiologic reporting in addition to data dumps, and we need to continue gathering and reporting qualitative data, such as family and survivor impacts. We also need to ensure we’re participating in federal data initiatives, including the National Childhood Cancer Registry and Childhood Cancer Data Initiative



Objective 2
Expand access and participation in research and clinical trials for 

pediatric and AYA patients.
Education
Community awareness
Improve research infrastructure
Barriers & facilitators

Presenter Notes
Presentation Notes
We know that many youth receive treatment based on Children’s Oncology Group guidelines and clinical trials are a part of that. However, we also know that clinical research has declined over the past two years and some people have come to question some of the science, so working to educate the community on what clinical trials and cancer research are and why participation is important is a priority. We also want to increase access to these trials, such as through enrollment via telehealth, and find ways to identify barriers and facilitators to participation. We also want to increase support for research teams by improving administrative and research infrastructure.



Objective 3
Expand access to timely and comprehensive treatment for 

pediatric and AYA cancers within Nevada.
Education
Workforce assessment, retention, and development
Transition of care
Ancillary programs
Reimbursement parity for telehealth

Presenter Notes
Presentation Notes
This is very much our workforce objective, with activities to increase clinician education on recognizing the signs and symptoms of pediatric cancers, fostering clinician collaboration for handoff off patients as they transition to adult care, developing ancillary programs for patient psychosocial support and palliative care, and overall increasing the number of pediatric specialists and subspecialists practicing in the state. 



Objective 4
Increase psychosocial support, increase access to long-term 

follow-up and survivorship, and reduce financial burden on 
families.
Education
Telehealth & tele-navigation
Expand available resources
Eliminate insurance coverage gaps

Presenter Notes
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And finally, we want to increase the supportive resources that are available, such as insurance enrollment assistance, telenavigation to connect with resources and care, caregiver support, financial assistance, and more. 



Putting the Plan to Work
 Pediatric & AYA Collaborative 
 Data work group forming

 Cancer Talks podcast – 1 recorded, 1 planned
 Family Resources
 Parents of pediatric/adolescent patients

 Advocate for Policy Change
 Providing educational materials to legislators in December

 Webinars and Conferences
 2 sessions at 2025 Nevada Cancer Control Summit; breakout 

track planned for 2027
 Potential Lunch & Learn webinar session

Presenter Notes
Presentation Notes
We started putting the plan to work before it was even published. The pediatric and AYA workgroup that worked on this section of the plan didn’t skip a beat and began work immediately by affirming their collaborative workgroup and meeting quarterly. Since then we’ve had multiple new members join, connections form, supportive resources increase, and a data work group form as a subcommittee.  

For NCC’s part, we included two pediatric and AYA sessions at last year’s Nevada Cancer Control Summit and are planning a full breakout track for next year. We also launched the Cancer Talks podcast this year and our first episode was on family resources and advocacy for pediatric and adolescent cancers. We’ll have another episode this fall with parents of pediatric patients. 

Our data work group is also planning to provide educational materials to legislators in December ahead of the next legislative session.



NEVADACANCERCOALITION.ORG

THANK YOU!

 

Kristen@nevadacancercoalition.org
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