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Learning Objectives 

1. 2. Identify resources 
that can support 
cancer coalitions in 
creating actionable 
objectives to address 
survivorship. 
 

Define the domains 
of cancer 
survivorship that 
should be 
considered to 
optimize long-term 
quality of life for 
cancer survivors 
and their caregivers. 



Presenter 

Nicole L. Stout, DPT, CLT-LANA, FAPTA, 

Senior Director, Survivorship & Wellness 
at the American Cancer Society 

Comprehensive 
Cancer Coalitions and 
the Evolving 
Landscape of Cancer 
Survivorship 
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Defining Survivorship| Who 

https://cancercontrol.cancer.gov/ocs/definitions



Today: 
~18.5M

2035 estm:
~22M

https://www.cancer.org/research/cancer-facts-
statistics/survivor-facts-figures.html



9M

https://academic.oup.com/jnci/article/116/11/1784/7713374



Domains of Survivorship| What

Adapted from Nekhlyudov 
2019 10.1093/jnci/djz089

https://doi.org/10.1093/jnci/djz089


Growing population with long-term 
needs

Cancer treatments becoming more 
complex

Centralization of cancer care 
delivery

Individuals living longer with 
advanced disease

Provider volume and clinic capacity 
issues

Growth of evidence-based interventions that 
improve and prolong survival



Ecosystem of Cancer Survivorship Care
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Strategy for Building Survivorship Programs

Health Care System Community

Short Term 
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Policy Advocacy
Legislation for survivorship needs at the state level (funding, access, workforce)

Education and Awareness
Public campaigns, provider education, organizational training

Resource Coordination
Connect survivors to programs, develop and disseminate toolkits

Capacity Building
Creating the ecosystem in health care and community settings1

2

3

4

Strategic Roles for State Cancer Coalitions



Surveillance

Routinely 
assess needs

Education

Informed 
decision 
making

Patient 
Navigation

Optimize care 
coordination

Policy and 
Systems 
Change

Improve 
Access

Priority Areas for Survivorship

https://cccnationalpartners.org/ccc-national-partnership-priorities/cancer-survivorship/



Surveillance | Unmet needs

Community

Provider

Patient & 
Caregiver

Challenges and Barriers

Knowledge, Skills, Confidence, 
Resources

Accessibility and Availability of 
Cancer-Specific Resources



Surveillance | Unmet needs

State of Survivorship Survey https://canceradvocacy.org/state-of-survivorship-survey/ 
• Researchers and advocacy organizations may request datasets to support practice, 

research, and advocacy

Pilot study of survivor needs assessment tool

Clinical pathway implementation
Implementing a Clinical Pathway for Needs Assessment and 
Supportive Care Interventions. JCO Oncol Pract 20, 1173-
1181(2024).DOI:10.1200/OP.23.00482

https://canceradvocacy.org/state-of-survivorship-survey/
https://doi.org/10.1200/OP.23.00482


Surveillance | Environmental Scan

Published Un-Published

Professional 
Viewpoints

Lay Viewpoints

Literature Review
- Chronic care delivery
- Primary care
- Cancer survivorship care
- Community determinants 

of health (SDI, SVI)

Key informant 
interviews with 
providers (P)

Comprehensive web search
- Programs in communities
- Health departments
- Community centers
- Extension offices

Key informant interviews 
with community-based 
stakeholders



Navigation | Care Coordination

Cancer Med. 2020 Mar 4;9(9):3202–3210. doi: 10.1002/cam4.2950

https://doi.org/10.1002/cam4.2950


Community-centralized care



The ACS LION program is designed for individuals 
providing non-clinical navigation services (in whole 
or in part) or any organization employing individuals 
providing non-clinical navigation services. 

ACS LION Training

Eligible job titles may include but are 
not limited to: 

• Patient Navigator/Oncology Patient 
Navigator
• Professional Navigator
• Social Worker
• Cancer Nurse Navigator
• Community Health Worker
• Promotores/Promotoras de salud
• Financial Navigator
• Clinical Trial Navigator
• Patient Care Coordinator
• Registered Nurse
• Licensed Practical Nurse

Training and 
credentialing 
for nonclinical 

patient 
navigation 

services

Guidance and 
education on 
implementing

navigation best 
practices

Grants to health 
systems and 

practices 
interested in 
sustainable 
navigation



Changes in 2024

New Payor Reimbursement
• New Medicare reimbursement for addressing 

HRSNs 
• Offers an unprecedented opportunity for 

oncology providers to create, enhance, or 
expand their navigation services

• Additional payors recently announced

Support from ACS
• ACS Leadership in Oncology Navigation (ACS LION) 
• The program meets the Centers for Medicare & 

Medicaid Services (CMS) training requirements for 
"Principal Illness Navigation" reimbursement and is 
aligned to Oncology Navigation Standards of 
Professional Practice

20



ACS LION Training and Credentialing: 
Program Structure 



Policy and System Changes | Improve Access
Program Standards: The Commission on Cancer

• “Don’t ask me to do another thing unless 
there is good evidence that it will affect 
survival.”

• When asked about management of 
complications of disease and treatment 
oncologist says:  “I already do that..”  is this 
true?

• Is good survivorship care really just good 
follow-up care?

Standard 3.3
(2016)

Standard 4.8
(2020)

Focus Survivorship care 
plan (SCP)

Survivorship program 
(SP)

Required 
Elements

Required SCP 
elements specified

No specific SCP 
elements required

Process Focus on 
development and 
distribution of SCPs 
(metric)

Focus on 
development of SP 
and provision of 
valued services ± SCPs 
(metric)

Adapted from Blaes AH et al. JCO Oncol Pract 2020; 16:447-51



Policy and System Changes | Improve Access
Program Standards: The Commission on Cancer

• 89.1% agreed that Survivorship Standard 4.8 
helped initiate and/or advance their program

• 85.7% agreed survivorship services were very 
beneficial or beneficial for survivors who 
receive them

• 81.4% perceived only some, few, or no 
survivors receive the services offered

• Two most common barriers were lack of 
referrals and patients not aware of services 



Policy and System Changes | Improve Access
Program Standards: The Commission on Cancer



Current Components and Resources Needed

< 25% of programs have
• Specialized physician
• Institutional funding
• Informatics (database)
• Office support
• Program budget
• Research staff

Cancer 
treatment 

team 
provides 

survivorship 
care

Top 5 Resources Needed
1. APPs with dedicated 

survivorship effort
2. Survivorship 

enhancements for EHR
3. Increased patient referrals 

from treatment teams
4. Increased internal 

awareness of program
5. Office staff with dedicated 

survivorship effort

Policy and System Changes | Improve Access
Program Standards: The Commission on Cancer

https://jamanetwork.com/journals/jamanetworkopen/fullarticle/2820708



Policy and System Changes | Improve Access
Program Standards: National Cancer Institute, Office of Cancer Survivorship
National Standards for Cancer Survivorship Care

Policies, frameworks,  and 
descriptions of care delivery 

services are codified into 
system policies

Clinical pathways and 
workflows engage providers 

and patients in interval 
assessment and referrals to 

needed services

Data collection for clinical 
outcomes, patient & 

caregiver experience, and 
relevant business metrics

https://cancercontrol.cancer.gov/ocs/special-focus-areas/national-standards-cancer-survivorship-care



Policy and System Changes | Improve Access

Working Groups

Care Delivery Research

Goal: To advance primary care survivorship research using innovative approaches to gain insights into the 
multilevel factors affecting survivors, clinicians, and systems to enhance the health and healthcare of cancer 
survivors.

Building Capacity and Partnerships

Goal: To organize and foster a network of clinicians and researchers in primary care and survivorship to 
promote collaboration and build capacity leading to high-quality research.

Training and Career Development

Goal: To build primary care and survivorship research capacity through training and mentorship for 
researchers and clinicians

Program Standards: National Cancer Institute, Office of Cancer Survivorship
INSPiRE: Interdisciplinary Network for Survivorship and Primary Care Research and Education

https://cancercontrol.cancer.gov/ocs/special-focus-areas/primary-care-and-cancer-survivorship



National Coalition for Cancer Survivorship

• Explore the State of Survivorship Survey
• Request datasets to support publications and grant proposals

• Support Survivorship Legislation 
• Comprehensive Cancer Survivorship Act

• To be reintroduced by Rep. Debbie Wasserman Schultz in Fall 2025
• Share your Story

• How has the care of your patients been impacted by policy?
• How has your survivorship research been impacted by changes at NCI?

•  Join Survivorship Champions Program  
• A community, with a multi-directional information exchange about best 

practices, lessons learned, and effective models of survivorship care.

Policy and System Changes | Advocacy



Build Partnerships| Workforce Capacity

Providing high-quality cancer survivorship care in the future will require an expanded 
workforce of health care professionals in community settings with greater knowledge of 
cancer and better capability to manage the long-term needs of survivors.

https://thecspn.org/



Build Partnerships| Community in Context

Community-based services must be 
purposefully developed for cancer 
survivors so they may continue their 
social, recreational, and vocational 
roles and function in daily life.

Cancer survivorship care delivery models should demonstrate good fidelity in implementing care that addresses 
all domains of survivorship and recognize that these services may stray outside a PCP's scope and expertise

Context of the Environment



Data and Evaluation

Using Data to Drive Action
• Trends in cancer care delivery

Who is doing what differently? How does that information inform coalition work?

• New payment models
Collaborations to use new payment incentives or new billing codes for pilot opportunities

Data is not the end of the story; it is just the beginning.



Leveraging Learning from Grantees

Communities of Practice
• Learning networks

• Themes of barriers and facilitators

• Build relationships among groups doing common work

• Develop best practices in program implementation

• Shared learning and shared data
• Feeds forward for toolkits and resource 

guides



Action Steps | Plan and Go

Survivorship Workgroups integrated into coalition work

Who is not in the room and needs to be? 
• Community health workers, home health agencies 

Who is in the room that we need to work with to think differently?
• Primary Care Professionals- shift focus beyond screening to follow up needs. 

• Organizational representatives who are not the usual suspects



Educational Resources

• National Cancer Institute: Office of Cancer Survivorship

https://cancercontrol.cancer.gov/ocs 

• National Coalition for Cancer Survivorship

https://canceradvocacy.org/ 

• National Comprehensive Cancer Network Survivorship Guidelines

https://www.nccn.org/guidelines/guidelines-detail?category=3&id=1466 

• American Cancer Society Navigation Resources

https://www.cancer.org/cancer/patient-navigation/how-american-cancer-society-
supports-patient-navigation.html 

https://cancercontrol.cancer.gov/ocs
https://canceradvocacy.org/
https://www.nccn.org/guidelines/guidelines-detail?category=3&id=1466
https://www.cancer.org/cancer/patient-navigation/how-american-cancer-society-supports-patient-navigation.html
https://www.cancer.org/cancer/patient-navigation/how-american-cancer-society-supports-patient-navigation.html
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Risk and Prevention
• Tips and recipes to help make healthy food choices, including how 

to stock your kitchen, quick entrees and snacks, controlling portion 
sizes, and understanding food terms

• Tools such as a Body Mass Index Calculator, Calorie Counter, and 
Exercise Activity and Target Heart Rate Calculator

• Healthy Eating, Active Living Videos

• Nutrition Resources from ACS Flyer

• Healthy Eating and Being Active Can Lower Your Cancer Risk Flyer

• Fuel Your Body: Healthy Food Essentials Flyer

Living Well During and After Treatment
• Nutrition for People With Cancer, including food safety 

during treatment, how to eat well, and managing eating 
problems caused by treatment

• Eating Well After Treatment

• Physical Activity and the Person with Cancer

• Nutrition for the Person Getting Cancer Treatment Booklet

• Moving Through Cancer: A Guide to Getting and Staying 
Active During Cancer Treatment

• Nutrition and Physical Activity Videos for Cancer Survivors

• What to Eat During Cancer Treatment Cookbook

Lifestyle Medicine: 
Nutrition and Physical Activity

https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/add-fruits-and-veggies-to-your-diet.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/find-healthy-recipes.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/shopping-list-basic-ingredients-for-a-healthy-kitchen.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/shopping-list-basic-ingredients-for-a-healthy-kitchen.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/quick-entrees.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/snacks-and-dashboard-dining.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/controlling-portion-sizes.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/controlling-portion-sizes.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/understanding-food-labels.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/body-weight-and-cancer-risk/body-mass-index-bmi-calculator.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/eat-healthy/calorie-counter-calculator.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/get-active/exercise-counts-calculator.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/get-active/target-heart-rate-calculator.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/healthy-eating-active-living-videos.html
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/nutrition-resources-flyer.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/healthy-eating-and-being-active-can-lower-your-cancer-risk.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/fuel-your-body.pdf
https://www.cancer.org/cancer/survivorship/coping/nutrition.html
https://www.cancer.org/cancer/survivorship/coping/nutrition/weak-immune-system.html
https://www.cancer.org/cancer/survivorship/coping/nutrition/weak-immune-system.html
https://www.cancer.org/cancer/survivorship/coping/nutrition/once-treatment-starts.html
https://www.cancer.org/cancer/survivorship/coping/nutrition/common-problems.html
https://www.cancer.org/cancer/survivorship/coping/nutrition/common-problems.html
https://www.cancer.org/cancer/survivorship/be-healthy-after-treatment/eating-well-after-treatment-ends.html
https://www.cancer.org/cancer/survivorship/be-healthy-after-treatment/physical-activity-and-the-cancer-patient.html
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/nutrition-for-the-patient-with-cancer-during-treatment.pdf
https://acsmsoftware.com/eim/wp-content/uploads/2022/12/Moving-through-Cancer-booklet-DIGITAL_2023.pdf
https://acsmsoftware.com/eim/wp-content/uploads/2022/12/Moving-through-Cancer-booklet-DIGITAL_2023.pdf
https://www.cancer.org/cancer/survivorship/survivorship-videos.html
https://www.cancer.org/american-cancer-society-books.html
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Lifestyle Medicine: 
Stress Management & Social Connectivity
• Practice Mindfulness and Relaxation

• Coping Checklist for People with Cancer

• Adjusting to Life with Cancer

• Effect of Attitudes and Feelings on Cancer

• Self-management: Take Control of Your Health

• Psychosocial Support Options for People with Cancer

• Mental Health and Distress, including Anxiety, Depression, Distress, 
and Social Isolation and Loneliness 

• Cancer and Mental Health: How Caregivers, Friends, and Family Can 
Help

• What to Do for Distress Flyer

• Cancer and Your Mental Health Video

• Personal Health Inventory Worksheet

• Spiritual Life and Cancer Pocket Guide

• Mind-Body Medicine for Whole Person Cancer Guide

• Art Therapy Pocket Guide

• Guided Meditation to Relieve Stress

https://www.cancer.org/cancer/survivorship/coping/practice-mindfulness-and-relaxation.html
https://www.cancer.org/cancer/survivorship/coping/coping-checklist-for-patients.html
https://www.cancer.org/cancer/survivorship/coping/adjusting-to-life-with-cancer.html
https://www.cancer.org/cancer/survivorship/coping/attitudes-and-feelings-about-cancer.html
https://www.cancer.org/cancer/survivorship/coping/self-management.html
https://www.cancer.org/cancer/survivorship/coping/understanding-psychosocial-support-services.html
https://www.cancer.org/cancer/managing-cancer/side-effects/emotional-mood-changes.html
https://www.cancer.org/cancer/managing-cancer/side-effects/emotional-mood-changes/anxiety.html
https://www.cancer.org/cancer/managing-cancer/side-effects/emotional-mood-changes/depression.html
https://www.cancer.org/cancer/managing-cancer/side-effects/emotional-mood-changes/distress.html
https://www.cancer.org/cancer/managing-cancer/side-effects/emotional-mood-changes/social-isolation-loneliness.html
https://www.cancer.org/cancer/caregivers/how-to-help-a-loved-one-in-distress.html
https://www.cancer.org/cancer/caregivers/how-to-help-a-loved-one-in-distress.html
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/getting-help-for-distress.pdf
https://youtu.be/M5JZup5621M?si=LLh3BGkKex1yqM49
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/worksheets/personal-health-inventory.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/cancer-and-spirituality-pocket-guide.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/mind-body-whole-person-cancer-guide.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/art-therapy-pocket-guide.pdf
https://vimeo.com/920114328/574ae1161a
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• Tobacco and Your Health, including harmful chemicals in tobacco 
products, health risks of smoking, secondhand smoke, and e-cigarettes 
and vaping 

• Tobacco Cessation, including health benefits of quitting over time, 
reasons to quit, and tools and support like nicotine replacement 
therapy

• Smoking Cessation: 3 Steps to Quitting Video

• Alcohol Use and Cancer

• Empowered to Quit

• Great American Smokeout

• Health Benefits of Quitting Smoking Over Time Flyer

• Tobacco: What is it Cost You Flyer?

• You Can Help Reduce Your Cancer Risk Flyer

• Quitting Starts Here Flyer

Lifestyle Medicine: 
Avoidance of Risky Substances

https://www.cancer.org/cancer/risk-prevention/tobacco.html
https://www.cancer.org/cancer/risk-prevention/tobacco/carcinogens-found-in-tobacco-products.html
https://www.cancer.org/cancer/risk-prevention/tobacco/carcinogens-found-in-tobacco-products.html
https://www.cancer.org/cancer/risk-prevention/tobacco/health-risks-of-smoking-tobacco.html
https://www.cancer.org/cancer/risk-prevention/tobacco/secondhand-smoke.html
https://www.cancer.org/cancer/risk-prevention/tobacco/e-cigarettes-vaping.html
https://www.cancer.org/cancer/risk-prevention/tobacco/e-cigarettes-vaping.html
https://www.cancer.org/cancer/risk-prevention/tobacco/guide-quitting-smoking.html
https://www.cancer.org/cancer/risk-prevention/tobacco/guide-quitting-smoking/benefits-of-quitting-smoking-over-time.html
https://www.cancer.org/cancer/risk-prevention/tobacco/guide-quitting-smoking/reasons-to-quit-smoking.html
https://www.cancer.org/cancer/risk-prevention/tobacco/guide-quitting-smoking/nicotine-replacement-therapy.html
https://www.cancer.org/cancer/risk-prevention/tobacco/guide-quitting-smoking/nicotine-replacement-therapy.html
https://www.youtube.com/watch?v=qdhwmZml-Hk
https://www.cancer.org/cancer/risk-prevention/tobacco/great-american-smokeout.html
https://www.cancer.org/content/dam/cancer-org/images/illustrations/events/gaso/health-flyer-2024.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/tobacco-what-is-it-costing-you.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/tobacco-what-is-it-costing-you.pdf
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/quitting-starts-here.pdf
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• Practice Mindfulness and Relaxation

• Sleep and Cancer Risk

• What to Do for Sleep Problems Flyer

• Sleep Problems in People with Cancer

• Guided Meditation for Restful Sleep

Lifestyle Medicine: 
Restorative Sleep

https://www.cancer.org/cancer/survivorship/coping/practice-mindfulness-and-relaxation.html
https://www.cancer.org/cancer/risk-prevention/diet-physical-activity/sleep.html
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/getting-help-for-sleep-problems.pdf
https://www.cancer.org/cancer/managing-cancer/side-effects/fatigue-weakness-sleep/sleep-problems.html
https://vimeo.com/1033625640


ACS Survivorship  
Resources  

Survivorship Videos from the 
American Cancer Society
Watch this video series to learn how to cope 
with the physical and emotional challenges 
that come during cancer treatment and 
beyond and find inspiration in the 
experiences of other survivors.

Let’s Talk: Nutrition, Physical 
Activity and Cancer Survivorship.
This training is designed to give health 
care providers, physician assistants, 
nurses, and nurse practitioners new 
ideas for getting better results from their 
conversations with cancer survivors. 

Survivorship: During and After 
Treatment
You'll find information and tips on staying 
active and healthy during and after cancer 
treatment. You can also get information on 
managing your health care as a cancer 
survivor.

https://www.cancer.org/cancer/survivorship/survivorship-videos.html
https://www.cancer.org/cancer/survivorship/survivorship-videos.html
https://acs4ccc.org/lets-talk-nutrition-and-physical-activity/
https://acs4ccc.org/lets-talk-nutrition-and-physical-activity/
https://www.cancer.org/cancer/survivorship/survivorship-videos.html
https://www.cancer.org/cancer/survivorship.html
https://acs4ccc.org/lets-talk-nutrition-and-physical-activity/
https://www.cancer.org/cancer/survivorship.html
https://www.cancer.org/cancer/survivorship.html
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1 3 5CRC Mortality 101

Timely Follow-Up Colonoscopy 
and CRC Mortality

CRC Mortality in Your 
Communities

CRC Survivorship

ACS CRC Mortality Learning Community Roadmap

CRC Mortality and 
State Cancer 
PlansMay 1, 2025 July 10

June 5, 2025

September 4, 2025

August 7, 2025

The ACS CCC team is hosting this CRC Mortality Learning Community to increase CCC teams' 
capacity to integrate interventions mitigating CRC mortality disparities into the state planning 
process.

Focus on gaining foundational knowledge 
on the latest in CRC mortality disparities

Focus on applying what 
we've learned to our work

Register Today! Every meeting is from 3-4pm ET
https://zoom.us/meeting/register/jVtSzV6HTtGjIp_9d3Grvg#/registration

https://zoom.us/meeting/register/jVtSzV6HTtGjIp_9d3Grvg#/registration


Check out resources from ACS CCC!

acs4ccc.org
Your one-stop shop for coalition 
resources across ACS

Monthly E-Newsletter

ACS Coalition University
Brief, on-demand trainings for CCC 
coalition staff & leadership on 
topics such as.....

https://acs4ccc.org/
https://acs4ccc.org/acs-ccc-resources/acs-coalition-university/
https://acs4ccc.org/latest-news-from-acs-ccc-circular/
https://acs4ccc.org/acscontent/managing_disagreement_and_conflict/#/


Thank you from your ACS CCC Team!

acs4ccc.org

https://acs4ccc.org/
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