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Dedication 
“Dedicated to all patients, families, caregivers, and researchers whose strength, 
compassion, and determination continue to drive the pursuit of cures and the hope 
for a healthier future for all. 

To my Muse – for coming into my life when I felt like I was wounded and broken 
beyond repair. You helped me find the strength and courage to dig deep and 
realize that I can bounce back from anything. Because of you…I know that 
everything is going to be okay. You lit the match that helped me get my fire back. 
Thank you! 

To the countless pioneers, visionaries, clinicians, scientists, and advocates around 
the world who refuse to accept that incurable means impossible—your relentless 
pursuit of knowledge and healing gives humanity hope. Your courage in 
confronting the unknown, your willingness to push boundaries, and your 
unwavering belief in the promise of science form the backbone of this initiative. 
Because of your work, a future once thought out of reach is now within sight. 

And to every individual fighting an unseen battle—those navigating chronic illness, 
rare diseases, or the emotional toll of uncertainty—this initiative is for you. May it 
stand as a reminder that you are not alone, that your story matters, and that the 
world is moving toward a day when answers replace fear, healing replaces 
hardship, and hope replaces helplessness. Your resilience strengthens this mission 
more than you will ever know.” 

Executive Summary 

MEGA CURES is a global initiative designed to unite the medical, scientific, and 
technological communities in a shared mission: to cure the world’s 100 most 
challenging incurable diseases through open collaboration, artificial intelligence, 
and ethical data sharing. 

At present, medical research remains fragmented by borders, languages, and 
institutional limitations. MEGA CURES seeks to eliminate these barriers by 
creating a decentralized, multilingual platform where data and ideas flow freely 
between researchers, clinicians, and technologists around the world. This system 
will leverage artificial intelligence, machine learning, and federated data networks 
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to identify new patterns in global health data—accelerating the pace of discovery 
while ensuring privacy, transparency, and fairness. 

The initiative is built on five strategic pillars: 

1. Global Data Integration – Establishing interoperable, anonymized datasets 
across nations and disciplines. 

2. AI-Driven Discovery – Using advanced AI and quantum-based modeling to 
uncover new pathways for prevention, diagnosis, and treatment. 

3. Open Collaboration – Connecting medical schools, professional 
organizations, and AI research groups through shared governance and open 
access. 

4. Ethical Governance – Embedding privacy, accountability, and equity into 
every technological and scientific layer. 

5. Education & Capacity Building – Empowering the next generation of 
clinicians and researchers through training and open-source tools. 

The first phase of MEGA CURES focuses on establishing the organizational and 
technical foundation: forming a global steering committee, securing institutional 
partnerships, and developing the open-source AI infrastructure to support 
collaboration. Subsequent phases will expand the platform to include full-scale 
disease modeling, predictive analytics, and blockchain-based transparency for all 
research data and results. 

By combining open science, artificial intelligence, and global cooperation, MEGA 
CURES aspires to redefine what is possible in medical research. The project 
represents not just a scientific initiative, but a movement—one that harnesses the 
collective intelligence of humanity to transform incurable diseases into solvable 
challenges. 

What This Initiative Is All About 

The MEGA CURES Project is a global movement designed to bring together the 
world’s scientific, medical, and technological communities with one shared 
purpose: curing the most challenging diseases on Earth. Instead of individual 
institutions working in isolation, this initiative builds a unified research ecosystem 
where universities, hospitals, laboratories, AI developers, and policy groups can 
collaborate openly. 
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At its heart, MEGA CURES is about making medical discovery a collective 
effort. The project removes traditional barriers created by geography, language, 
institutional silos, funding competition, and outdated data-sharing limitations. It 
creates a world where knowledge flows freely, insights travel instantly, and every 
researcher — no matter where they live — has access to the same tools, data, and 
opportunities to contribute. 

How It Works 

The initiative operates through a combination of open-source technology, global 
partnerships, and AI-driven research tools designed to accelerate scientific 
discovery. Hospitals and research centers securely contribute anonymized medical 
data into an interconnected global network. These datasets are harmonized, 
translated, and analyzed using advanced machine learning, natural language 
processing, and predictive modeling systems. 

Instead of centralizing sensitive data, MEGA CURES uses federated learning, 
meaning each institution keeps full control of its data while still benefiting from 
global insights. AI models are trained across multiple locations simultaneously 
without ever moving private patient information. 

The platform also includes: 

• Real-time translation tools so researchers from any language background 
can collaborate. 

• Knowledge graphs that link genes, symptoms, biomarkers, treatments, and 
outcomes. 

• Open collaboration dashboards for joint studies, shared experiments, and 
peer review. 

• Blockchain-based verification to track data integrity and ensure research 
transparency. 

Every partner — from medical schools to AI institutes — becomes part of one 
unified research engine designed specifically to accelerate cures. 

Why It Matters 

Today, breakthroughs in medicine often occur in isolated pockets of the world. 
Life-saving discoveries may sit unpublished, untranslated, or unnoticed because 
someone across the globe did not have access to the right dataset, tool, or 
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collaboration partner. MEGA CURES eliminates these barriers and ensures 
that every breakthrough benefits every human. 

This initiative matters because: 

• Millions of people live with diseases that currently have no cure. 
• No single institution, no matter how advanced, has all the answers 

alone. 
• AI allows us to see patterns and possibilities that humans may never 

detect. 
• Global collaboration has the power to compress decades of research into 

years. 
• Equity in research means breakthroughs won’t be limited to wealthy 

nations. 

By uniting the world’s scientific talent and medical experience, MEGA CURES 
gives humanity its first real chance to cure diseases that have resisted treatment for 
generations. 

In Summary 

MEGA CURES transforms medical research from a fragmented, competitive 
landscape into a unified mission for global healing. It bridges disciplines, 
countries, languages, and technologies to create a system where the best ideas can 
rise to the surface, where AI amplifies human intelligence, and where cures can be 
discovered faster and shared widely. 

This initiative is not just about data or algorithms — it is about people. It is about 
ensuring that future generations live in a world where diseases once considered 
incurable become stories of resilience and scientific triumph. MEGA CURES is 
the roadmap to that future, and it begins with collaboration, compassion, and a 
shared commitment to healing humanity. 

MEGA CURES Global Research Blueprint 

Tactical and Strategic Plan for Deployment 

1. Mission 
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Create a unified, open-source AI and global research collaboration platform that 
uses advanced data science, multilingual translation, and federated learning to 
accelerate cures for the world’s 100 most challenging incurable diseases. 

2. Strategic Objectives 

1. Global Data Integration — Aggregate and standardize medical data across 
disciplines and nations. 
2. AI-Driven Discovery — Deploy AI, ML, and quantum-based models to identify 
new pathways, biomarkers, and treatments. 
3. Open Collaboration — Unite universities, researchers, AI professionals, and 
patient organizations in a decentralized network. 
4. Education & Capacity Building — Train clinicians and researchers worldwide 
on AI and open-source methodologies. 
5. Ethical Governance — Maintain data integrity, privacy, and equity. 

3. Phased Tactical Deployment Roadmap 

Phase 1 (0–6 Months): Foundation & Consortium Formation 
- Establish legal structure and governance framework. 
- Identify founding partners (top 20 AI/medical universities). 
- Form global steering committee (medicine + AI + ethics + policy). 
- Draft data-sharing MoUs. 
- Deliverables: Charter, website launch (megacures.org), White Paper v1.0, first 10 
target diseases selected. 
 
Phase 2 (6–18 Months): Platform + AI Infrastructure Build 
- Build federated data architecture for secure collaboration. 
- Develop multilingual AI engine for translation and harmonization. 
- Begin dataset curation with universities and hospitals. 
- Deliverables: MEGA CURES AI Platform (Beta), global training program, first 
cross-institutional AI study. 
 
Phase 3 (18–36 Months): Expansion + Global Integration 
- Scale to 100 diseases. 
- Host MEGA CURES Global Conference. 
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- Establish Research Fund and blockchain data registry. 
- Deliverables: Validated AI models, multilingual translation hub, measurable 
progress in 3+ diseases. 
 
Phase 4 (36–60 Months): Sustainability + Scaling 
- Launch MEGA CURES Review open-access journal. 
- Create national chapters for coordination. 
- Build partnerships with pharma for trials. 
- Deliverables: Sustainable governance, active research clusters, real-world clinical 
trials. 

4. Organizational Structure 

1. Global Steering Committee (GSC): Strategic oversight and ethics. 
2. Scientific & Medical Board: Disease prioritization and peer review. 
3. AI & Data Science Board: Model development and standards. 
4. Translation & Language Team: Global communication accuracy. 
5. Patient & Advocacy Council: Representation and inclusivity. 
6. Open Source Community Hub: Developer collaboration and versioning. 

5. Technology Stack 

1. Data Layer: FHIR, FAIR data standards. 
2. AI/ML Layer: TensorFlow, PyTorch, BioBERT, DeepChem. 
3. Blockchain Layer: Hyperledger, Polygon for transparency. 
4. Collaboration Layer: GitHub, Hugging Face, Zenodo. 
5. Translation Layer: NLLB-200, GPT-5 Multilingual APIs. 
6. Governance & Security: GDPR/HIPAA compliance, zero-knowledge proofs. 

6. Partnership Strategy 

1. Academic Partners: MIT, Stanford, Harvard, Johns Hopkins, Oxford, 
Cambridge, Karolinska, Tsinghua, Tokyo, Toronto, ETH Zurich, Université Paris 
Cité / INRIA. 
2. Medical Organizations: WHO, UNICEF, NORD, ASCO, AACR, AAN, ACR, 
AMA. 
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3. Private Sector: OpenAI, Google Health, IBM Watson, AstraZeneca, Novartis. 
4. NGOs: Global Alliance for Chronic Diseases, Doctors Without Borders. 

7. Communication & Collaboration Framework 

1. Open-source web dashboard for researchers. 
2. Multilingual AI research summarizer. 
3. Monthly AI challenges (“Predict Disease X protein folding”). 
4. Knowledge Graph linking genes, symptoms, and treatments. 

8. Data Governance & Ethics 

1. Transparency — All models and datasets openly versioned. 
2. Privacy — Federated learning ensures data never leaves host sites. 
3. Fairness — Algorithms audited for demographic bias. 
4. Auditability — Blockchain logs for all research transactions. 
5. Accountability — Human oversight via Ethics Council. 

9. Funding & Sustainability 

Initial Funding Sources: Philanthropic foundations, NIH, Gates Foundation, 
Wellcome Trust, CSR contributions. 
Sustainable Revenue: 
- Open-access journal sponsorships. 
- Certification programs (AI in Medicine). 
- Enterprise API licensing for ethical data access. 

10. Milestones & Key Performance Indicators (KPIs) 

6 Months: Charter finalized, 10 founding institutions signed. 
12 Months: AI Beta platform launched, 1 disease model trained. 
24 Months: 100 institutions joined, first AI study published. 
36 Months: 3 validated models in testing. 
60 Months: 10+ diseases show measurable treatment impact. 

11. Outreach & Public Engagement 
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1. Launch public education platforms (YouTube, Podcast). 
2. Host Global Day for Incurable Diseases. 
3. Display public dashboards showing research progress. 
4. Partner with schools for AI-in-Medicine education. 

12. Next Steps 

1. Finalize branding and logo. 
2. Draft White Paper (v1.0) for stakeholder outreach. 
3. Recruit founding universities and organizations. 
4. Build prototype for MEGA CURES Research 
Conclusion: The Path Forward 

MEGA CURES represents a new model for global medical collaboration—one that 
transcends boundaries and empowers data-driven discovery. Through open 
science, AI integration, and human cooperation, this initiative will accelerate 
progress against the world’s most persistent diseases. 

The success of MEGA CURES depends not on any single organization, but on 
collective participation—on scientists, clinicians, policymakers, and technologists 
joining forces to transform hope into healing. The journey toward curing the 
incurable begins together, today. 

Table of Appendices 

Appendix A - Global AI and Medical Research Partners 

Comprehensive list of leading universities and institutions advancing artificial 
intelligence, machine learning, and data science in medicine. These organizations 
serve as foundational partners in developing the MEGA CURES platform, 
integrating advanced computational models, federated data systems, and ethical 
frameworks for medical AI deployment. 
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Appendix B - Comprehensive Directory of Professional 
Medical Organizations in Oncology and Pediatric Cancer 
Care 

Global directory of oncology, hematology, and pediatric cancer organizations 
supporting research, education, and patient care. These groups represent the 
collaborative medical network that MEGA CURES will engage for clinical 
partnerships, knowledge exchange, and the development of global standards for 
cancer treatment and research integration. 

Appendix C - Global Master List of Incurable Diseases 

Reference guide detailing 100 major incurable diseases, including classification, 
affected organs, symptoms, current treatments, and prognosis. This master list 
serves as the foundation of the MEGA CURES data architecture, ensuring 
alignment across research institutions, AI-driven analysis, and global data 
collection standards. 

Appendix D - Clinical Nutrition and Care Standards for 
Oncology Patients 

Evidence-based nutritional and dietary care framework for pediatric and adult 
cancer patients, designed to enhance quality of life and improve recovery 
outcomes. This section includes current clinical guidelines, nutritional audit 
procedures, and proposed enhancements to hospital-based dietary protocols to 
reduce inflammation, improve immune response, and optimize long-term outcomes 
for oncology patients. 

Appendix A – Global AI and Medical Research Partners 

Comprehensive list of leading universities and institutions 
advancing artificial intelligence, machine learning, and data 
science in medicine. 

Top U.S. Universities 

1. Stanford University 
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o Center for Artificial Intelligence in Medicine & Imaging (AIMI) 
o Imaging AI, clinical decision support, radiology, translational 

medicine 
o Deep collaboration between computer science and Stanford Medicine; 

early clinical AI deployment 
2. Massachusetts Institute of Technology (MIT) 

o CSAIL and Clinical Machine Learning Group 
o AI algorithms for drug discovery, genomics, clinical data systems, and 

health automation 
o Leading edge in computational biology and AI architecture for 

medicine 
3. Harvard University / Harvard Medical School / Broad Institute 

o Department of Biomedical Informatics (DBMI) 
o AI-driven biomedical research, precision medicine, and population-

scale genomics 
o Collaboration with Broad Institute and MIT for network medicine and 

drug discovery 
4. Johns Hopkins University 

o Malone Center for Engineering in Healthcare 
o AI in diagnostics, surgical robotics, safety-critical healthcare systems 
o Cross-disciplinary between biomedical engineering and clinical 

medicine 
5. University of California, San Francisco (UCSF) 

o Center for Digital Health Innovation (CDHI) 
o Clinical AI, hospital workflow automation, equitable healthcare 

algorithms 
o Among the first to deploy FDA-approved AI in hospitals 

6. Carnegie Mellon University (CMU) 
o Machine Learning Department and Robotics Institute collaborations 

with healthcare systems 
o Assistive robotics, human-AI interaction, predictive healthcare 

systems 
o Partnerships with University of Pittsburgh Medical Center 

7. University of Pennsylvania (Penn Medicine / Perelman School of 
Medicine) 

o Center for AI and Data Science for Integrated Diagnostics (AI2D) 
o Predictive analytics, clinical imaging AI, EHR-based modeling 
o Operationalized AI decision-support tools in active clinical use 

8. University of Michigan 
o e-HAIL (Engineering Health Alliance for AI Learning) 
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o Clinical ML implementation, health policy and ethics of AI 
o Focus on real-world deployment across Michigan Medicine hospitals 

9. University of Washington (Seattle) 
o Biomedical Informatics and Data Science program 
o Population health, digital pathology, precision public health AI 
o Collaborations with Allen Institute and Fred Hutchinson Cancer 

Center 
10. New York University (NYU) / Columbia University / Mount Sinai 

o AI Health Labs and Hasso Plattner Institute for Digital Health 
o Imaging AI, EHR modeling, digital clinical trials 
o Clinical data integration with NYC hospital systems 

11. Duke University 
o Duke AI Health 
o Clinical trial analytics, imaging AI, healthcare data ethics 
o Leader in translational AI with large health system partnerships 

12. Northwestern University 
o Center for Advanced Microscopy and AI Radiology Lab 
o Radiology AI, data-driven clinical decision systems 
o Regional hub for applied AI in healthcare and imaging 

 

Top International Universities 

13. University of Cambridge (United Kingdom) 
o Cambridge Centre for AI in Medicine (CCAIM) 
o Clinical AI, biomedical data science, translational medicine 
o Collaborations with NHS and major biotech firms 

14. University of Oxford (United Kingdom) 
o Oxford Applied Digital Health Programme 
o Digital health, ethical AI in clinical contexts, algorithm validation 
o Global leader in AI policy and deployment in healthcare 

15. Karolinska Institutet (Sweden) 
o AI in Healthcare and Life Sciences Initiative 
o Population health analytics, imaging AI, genomics 
o European leader in AI ethics and healthcare innovation 

16. Ulm University (Germany) 
o Graduate School in Molecular Medicine 
o Molecular medicine, data-driven diagnostics, AI in biology 
o Cross-disciplinary PhD training in bioinformatics and AI 
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17. Semmelweis University (Hungary) 
o AI & Medical Innovation Lab 
o Clinical ML applications, EU-funded medical AI 
o Central European hub for digital medicine and clinical automation 

18. National University of Singapore (Singapore) 
o iHealthTech / Yong Loo Lin Medical School 
o Precision health, genomics, AI-enabled clinical care 
o Regional leader in translational medicine and smart hospital systems 

19. University of Adelaide (Australia) 
o Australian Institute for Machine Learning (AIML) 
o Diagnostic imaging, endometriosis detection, biomarker AI 
o Works closely with biotech and healthcare startups 

20. Kasturba Medical College (Manipal, India) 
o Department of AI in Healthcare 
o AI for diagnostics, healthcare analytics in resource-constrained 

settings 
o Among the first Indian medical colleges with a dedicated AI 

department 
21. Northumbria University (United Kingdom) 

o Centre for Artificial Intelligence 
o Non-invasive diagnostics, remote health monitoring 
o Known for applied, low-cost AI healthcare innovation 

22. Sechenov First Moscow State Medical University (Russia) 
o Intelligent Theranostics Systems Center 
o Medical imaging, engineering-AI integration, smart diagnostics 
o Flagship Russian program linking engineering with clinical AI 

23. Saint Petersburg State University (Russia) 
o Applied Mathematics & Artificial Intelligence in Medicine 
o AI education for medical modeling and simulation 
o Strong academic foundation for future healthcare AI professionals 

24. Lomonosov Moscow State University (Russia) 
o Faculty of AI & Computational Science 
o General AI research, biomedical data analysis 
o Top-ranked in Russia for AI development supporting medical sciences 

25. Tsinghua University (China) 
o Institute for AI in Medicine 
o Medical imaging, hospital data integration, national AI frameworks 
o National leader in medical AI innovation 

26. Peking University (China) 
o Medical AI Research Lab 
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o AI for genomics, pharmaceutical discovery, health informatics 
o Extensive collaboration with Chinese biotech sector 

27. University of Tokyo (Japan) 
o Health AI and Robotics Lab 
o AI in surgery, imaging, and medical robotics 
o Pioneering use of robotics and ML in clinical procedures 

28. KAIST (South Korea) 
o AI-Bio Research Center 
o Genomics, biomedical AI, healthcare automation 
o Global leader in cross-disciplinary AI-biology research 

29. University of Toronto (Canada) 
o Vector Institute + University Health Network partnerships 
o Clinical ML, drug discovery, digital health systems 
o Strong industry collaboration and spinout ecosystem 

30. McGill University (Canada) 
o Mila + McGill AI Health 
o Predictive healthcare modeling, clinical data science 
o Works closely with Yoshua Bengio’s Mila institute 

31. ETH Zurich (Switzerland) 
o AI Center for Personalized Health 
o Biomedical engineering, AI diagnostics, wearable tech 
o Major European center for health-focused AI hardware/software 

32. Université Paris Cité / INRIA (France) 
o AI for Health Initiative 
o Electronic health records, public health AI, European data models 
o Key player in EU’s AI for Health program 

Appendix B – Comprehensive Directory of Professional 
Medical Organizations in Oncology and Pediatric Cancer 
Care 

Global directory of oncology, hematology, and pediatric cancer 
organizations supporting research, education, and patient care. 

1. American Society of Clinical Oncology (ASCO) 
o U.S. national organization for clinical oncologists. 
o Focuses on improving cancer care through education, research, and 

advocacy. 
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o Hosts the ASCO Annual Meeting, one of the largest oncology 
conferences in the world. 

o Website: asco.org 
2. American Association for Cancer Research (AACR) 

o World’s oldest and largest scientific organization focused on cancer 
research. 

o Publishes major scientific journals such as Cancer Research. 
o Promotes prevention, diagnosis, and treatment innovations. 
o Website: aacr.org 

3. American Society of Hematology (ASH) 
o Professional society focused on blood diseases and hematologic 

malignancies. 
o Relevant to pediatric oncology due to leukemia and lymphoma 

research. 
o Hosts the ASH Annual Meeting with global participation. 
o Website: hematology.org 

4. Society of Surgical Oncology (SSO) 
o Represents surgical oncologists across specialties. 
o Focuses on surgical techniques and cancer outcomes. 
o Provides fellowships, guidelines, and continuing education. 
o Website: surgonc.org 

5. Association of Community Cancer Centers (ACCC) 
o Represents community oncology practices and cancer centers. 
o Emphasizes care delivery models, reimbursement, and patient 

navigation. 
o Includes multidisciplinary membership (physicians, administrators, 

nurses). 
o Website: accc-cancer.org 

6. Community Oncology Alliance (COA) 
o Advocacy group for independent community oncology practices. 
o Focuses on public policy, patient access, and drug pricing issues. 
o Publishes The Journal of Community Oncology. 
o Website: communityoncology.org 

7. Society for Integrative Oncology (SIO) 
o Dedicated to evidence-based integrative approaches to cancer care. 
o Promotes research on nutrition, acupuncture, mind-body therapies, 

and survivorship. 
o Includes oncologists, psychologists, and holistic practitioners. 
o Website: integrativeonc.org 

8. American Society of Pediatric Hematology/Oncology (ASPHO) 
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o U.S. society solely focused on pediatric hematology and oncology. 
o Provides certification support, education, and research collaboration. 
o Publishes Pediatric Blood & Cancer journal. 
o Website: aspho.org 

9. Association of Pediatric Hematology/Oncology Nurses (APHON) 
o Nursing society supporting pediatric oncology and hematology nurses. 
o Offers education, certification prep, and practice standards. 
o Advocates for compassionate and safe pediatric care. 
o Website: aphon.org 

10. Association of Pediatric Oncology Social Workers (APOSW) 
o Professional body for social workers in pediatric oncology. 
o Focuses on psychosocial care, family support, and bereavement 

resources. 
o Provides annual conferences and clinical toolkits. 
o Website: aposw.org 

11. International Society of Paediatric Oncology (SIOP) 
o Global network uniting pediatric oncologists and researchers. 
o Promotes treatment standards and access to care in low-resource 

countries. 
o Hosts an annual world congress on pediatric oncology. 
o Website: siop-online.org 

12. Children’s Oncology Group (COG) 
o Cooperative research network based in North America. 
o Conducts most pediatric cancer clinical trials in the U.S. and Canada. 
o Supported by the National Cancer Institute (NCI). 
o Website: childrensoncologygroup.org 

13. Oncology Nursing Society (ONS) 
o U.S. professional association for oncology nurses. 
o Covers education, certification, and research in all cancer specialties. 
o Publishes Clinical Journal of Oncology Nursing. 
o Website: ons.org 

14. American Psychosocial Oncology Society (APOS) 
o Dedicated to the emotional and psychological aspects of cancer care. 
o Membership includes psychologists, psychiatrists, social workers, and 

nurses. 
o Offers continuing education and psychosocial research initiatives. 
o Website: apos-society.org 

15. American Society of Preventive Oncology (ASPO) 
o Research-focused society for cancer prevention and control. 
o Includes epidemiologists, behavioral scientists, and clinicians. 
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o Encourages translational prevention research and public health 
outreach. 

o Website: aspo.org 
16. Society for Adolescent and Young Adult Oncology (SAYAO) 

o Bridges pediatric and adult oncology for patients aged 15–39. 
o Focuses on survivorship, fertility, and psychosocial support. 
o Encourages collaboration across pediatric and adult institutions. 
o Website: sayao.org 

17. International Psycho-Oncology Society (IPOS) 
o Global organization for professionals addressing psychosocial 

oncology. 
o Focuses on mental health, caregiver support, and survivorship. 
o Collaborates with WHO and major cancer organizations globally. 
o Website: ipos-society.org 

18. European Society for Paediatric Oncology (SIOPE) 
o European umbrella organization for pediatric oncology professionals. 
o Develops European standards for pediatric cancer care. 
o Promotes cross-border research and clinical trials. 
o Website: siope.eu 

19. Childhood Cancer International (CCI) 
o Global network of childhood cancer parent and survivor 

organizations. 
o Focuses on advocacy, education, and family support worldwide. 
o Works alongside WHO’s Global Initiative for Childhood Cancer. 
o Website: childhoodcancerinternational.org 

20. Eurasian Alliance in Pediatric Oncology (EAPO) 
o Regional collaboration promoting clinical trials and education in 

Eurasia. 
o Emphasizes knowledge exchange between high- and low-resource 

countries. 
o Works closely with SIOP to harmonize treatment standards. 
o Website: eapoalliance.org 

21. World Federation of Associations of Pediatric Surgeons (WOFAPS) 
o Global federation of pediatric surgery societies. 
o Addresses surgical oncology for children, including tumor resection 

standards. 
o Promotes training and international collaboration. 
o Website: wofaps.org 

22. Pediatric Radiation Oncology Society (PROS) 
o Focuses on pediatric radiation therapy techniques and research. 



	

Hunting	Maguire	LLC												Confidential	White	Paper												Page	{18}	

o Members include radiation oncologists, physicists, and 
radiotherapists. 

o Collaborates with SIOP and COG on clinical trials. 
o Website: prosociety.org 

Comprehensive Directory: Professional Medical Organizations 
and Societies  

Neurological & Neurodegenerative Disorders 

1. American Academy of Neurology (AAN) 

• Focus: U.S. national society for neurologists; education, guidelines, advocacy 

• Membership base: Neurologists, trainees, advanced practice providers, 
researchers 

• Website: https://www.aan.com 

• Specialties: Neurological disorders across lifespan; Alzheimer’s, Parkinson’s, 
MS, epilepsy 

2. American Neurological Association (ANA) 

• Focus: Academic neurology and neuroscience research leadership 

• Membership base: Academic neurologists, physician‑scientists, neuroscientists 

• Website: https://myana.org 

• Specialties: Neurodegeneration, neuroimmunology, neuromuscular disease, 
training/research 

3. American Association of Neuromuscular & Electrodiagnostic Medicine 
(AANEM) 

• Focus: Neuromuscular medicine standards and EMG/NCS excellence 

• Membership base: Neurologists, physiatrists, technologists in neuromuscular 
diagnostics 

• Website: https://www.aanem.org 

• Specialties: ALS, SMA, muscular dystrophies, peripheral neuropathies 

4. American Association of Neurological Surgeons (AANS) 

• Focus: Education, research, and advocacy for neurosurgery 
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• Membership base: Neurosurgeons, spine surgeons, residents/fellows, 
researchers 

• Website: https://www.aans.org 

• Specialties: Brain/spine surgery, neuro‑oncology surgery, movement disorder 
surgery 

5. Neurocritical Care Society (NCS) 

• Focus: Multidisciplinary care of life‑threatening neurologic illness 

• Membership base: Neurointensivists, neurologists, neurosurgeons, ICU nurses, 
pharmacists 

• Website: https://www.neurocriticalcare.org 

• Specialties: Stroke, status epilepticus, TBI, neuro‑ICU protocols and guidelines 

6. American Brain Coalition (ABC) 

• Focus: Advocacy umbrella for U.S. brain‑related professional and patient orgs 

• Membership base: Professional societies, patient orgs, research coalitions 

• Website: https://www.americanbraincoalition.org 

• Specialties: Policy, research funding, public awareness across brain disorders 

7. Alzheimer’s Association 

• Focus: Research funding, care guidelines, and public education on Alzheimer’s 
and related dementias 

• Membership base: Neurologists, geriatricians, neuropsychologists, nurses, 
caregivers, researchers 

• Website: https://www.alz.org 

• Specialties: Alzheimer’s disease, dementia care standards, caregiver resources 

8. American Parkinson Disease Association (APDA) 

• Focus: Support, education, and research to improve lives with Parkinson’s 

• Membership base: Neurologists, movement disorder specialists, therapists, 
patients/caregivers 

• Website: https://www.apdaparkinson.org 

• Specialties: Parkinson’s disease, community programs, rehab resources 

9. Michael J. Fox Foundation for Parkinson’s Research 



	

Hunting	Maguire	LLC												Confidential	White	Paper												Page	{20}	

• Focus: Accelerate PD research and therapeutics via grants and trials 

• Membership base: Researchers, clinicians, clinical trial sites, industry partners 

• Website: https://www.michaeljfox.org 

• Specialties: Parkinson’s disease research, biomarker development 

10. ALS Association 

• Focus: Improve care, advance research, and advocate for people with ALS 

• Membership base: Neuromuscular clinicians, researchers, multidisciplinary 
ALS clinics 

• Website: https://www.als.org 

• Specialties: ALS care standards, multidisciplinary clinics, assistive tech access 

11. Huntington’s Disease Society of America (HDSA) 

• Focus: Family‑centered care and research support for Huntington’s disease 

• Membership base: Neurologists, genetic counselors, social workers, researchers 

• Website: https://hdsa.org 

• Specialties: Huntington’s centers of excellence, genetic counseling, trials 

12. National Multiple Sclerosis Society (NMSS) 

• Focus: Accelerate MS research and improve access to care 

• Membership base: Neurologists, MS nurse specialists, PT/OT, 
patients/caregivers 

• Website: https://www.nationalmssociety.org 

• Specialties: Multiple sclerosis care, rehab, policy advocacy 

13. Creutzfeldt‑Jakob Disease Foundation (CJDF) 

• Focus: Support families and fund prion disease research 

• Membership base: Neurologists, neuropathologists, infectious disease experts, 
families 

• Website: https://cjdfoundation.org 

• Specialties: Prion disease education, surveillance, rapid‑progressive dementia 
resources 

14. Association for Frontotemporal Degeneration (AFTD) 
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• Focus: Support, research, and awareness for FTD spectrum disorders 

• Membership base: Behavioral neurologists, psychiatrists, caregivers, 
researchers 

• Website: https://www.theaftd.org 

• Specialties: FTD, primary progressive aphasia, caregiver resources 

15. Lewy Body Dementia Association (LBDA) 

• Focus: Education, support, and research for LBD 

• Membership base: Neurologists, psychiatrists, neuropsychologists, caregivers 

• Website: https://www.lbda.org 

• Specialties: Lewy body dementia, hallucinations management, caregiver tools 

16. CurePSP 

• Focus: Research and care improvement for PSP, CBD, and related tauopathies 

• Membership base: Neurologists, movement disorder teams, researchers, 
caregivers 

• Website: https://www.psp.org 

• Specialties: Progressive supranuclear palsy, corticobasal degeneration 

17. Multiple System Atrophy (MSA) Coalition 

• Focus: Global support and research funding for MSA 

• Membership base: Neurologists, autonomic specialists, caregivers, researchers 

• Website: https://www.multiplesystematrophy.org 

• Specialties: MSA, autonomic dysfunction, caregiver networks 

Genetic & Inherited Disorders 

18. Cystic Fibrosis Foundation (CFF) 

• Focus: Improve and extend life for people with cystic fibrosis 

• Membership base: Pulmonologists, pediatricians, geneticists, RTs, researchers 

• Website: https://www.cff.org 

• Specialties: CFTR modulators, accredited care centers, airway clearance 

19. Muscular Dystrophy Association (MDA) 
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• Focus: Care, research, and advocacy across 40+ neuromuscular diseases 

• Membership base: Neuromuscular clinicians, therapists, genetic counselors, 
researchers 

• Website: https://www.mda.org 

• Specialties: Duchenne/Becker MD, SMA, limb‑girdle MD, clinic network 

20. Sickle Cell Disease Association of America (SCDAA) 

• Focus: Advocacy, education, and community‑based services for SCD 

• Membership base: Hematologists, PCPs, social workers, community orgs 

• Website: https://www.sicklecelldisease.org 

• Specialties: SCD pain management, newborn screening, transition care 

21. National Hemophilia Foundation (NHF) 

• Focus: Advance treatments and cures for inheritable blood disorders 

• Membership base: Hematologists, HTC teams, nurses, PTs, patients/families 

• Website: https://www.hemophilia.org 

• Specialties: Hemophilia A/B, VWD, inhibitor management 

22. National Tay‑Sachs & Allied Diseases Association (NTSAD) 

• Focus: Support families and fund research for Tay‑Sachs and allied disorders 

• Membership base: Metabolic specialists, geneticists, palliative teams, families 

• Website: https://ntsad.org 

• Specialties: GM2 gangliosidoses, early childhood neurodegeneration 

23. The Marfan Foundation 

• Focus: Education and research on Marfan, Loeys‑Dietz, and related disorders 

• Membership base: Cardiologists, geneticists, surgeons, PTs, patients/families 

• Website: https://marfan.org 

• Specialties: Aortic disease surveillance, skeletal/ocular care 

24. The Ehlers‑Danlos Society 

• Focus: Global organization for EDS and hypermobility spectrum disorders 

• Membership base: Rheumatologists, geneticists, PTs, pain specialists 

• Website: https://www.ehlers-danlos.com 
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• Specialties: EDS subtypes, vascular EDS, pain and mobility management 

25. Cure SMA 

• Focus: Accelerate treatments and improve care for SMA 

• Membership base: Neuromuscular clinicians, pediatricians, PT/OT, researchers 

• Website: https://www.curesma.org 

• Specialties: SMA newborn screening, disease‑modifying therapies, equipment 
access 

26. Friedreich’s Ataxia Research Alliance (FARA) 

• Focus: Drive research and clinical trials in FA 

• Membership base: Neurologists, cardiologists, rehab teams, researchers 

• Website: https://www.curefa.org 

• Specialties: FA natural history, cardiomyopathy monitoring, trials 

27. National PKU Alliance (NPKUA) 

• Focus: Connect and empower the PKU community; support research and access 
to care 

• Membership base: Metabolic clinics, dietitians, geneticists, families 

• Website: https://npkua.org 

• Specialties: Phenylketonuria diet therapy, newborn screening, advocacy 

28. Children’s Tumor Foundation (CTF) 

• Focus: End NF through research, expand access to specialized care 

• Membership base: Neurologists, geneticists, oncologists, neurosurgeons, 
researchers 

• Website: https://www.ctf.org 

• Specialties: Neurofibromatosis types 1 and 2, schwannomatosis 

Autoimmune & Inflammatory Diseases 

29. American College of Rheumatology (ACR) 

• Focus: Advance rheumatology care and research 

• Membership base: Rheumatologists, APPs, researchers, allied health 
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• Website: https://www.rheumatology.org 

• Specialties: Lupus, RA, scleroderma, vasculitis, inflammatory arthritis 

30. Lupus Foundation of America (LFA) 

• Focus: Improve lives of people with lupus through research and education 

• Membership base: Rheumatology teams, nephrologists, dermatologists, patients 

• Website: https://www.lupus.org 

• Specialties: Systemic lupus erythematosus, flares, nephritis 

31. Crohn’s & Colitis Foundation (CCF) 

• Focus: IBD research and patient support 
• Membership base: Gastroenterologists, IBD nurses, dietitians, patients 

• Website: https://www.crohnscolitisfoundation.org 

• Specialties: Crohn’s disease, ulcerative colitis, pediatric IBD 

32. National Psoriasis Foundation (NPF) 

• Focus: Accelerate cures and improve health outcomes for psoriasis/psoriatic 
arthritis 

• Membership base: Dermatologists, rheumatologists, researchers, patients 

• Website: https://www.psoriasis.org 

• Specialties: Biologic therapies, comorbidity screening 

33. Celiac Disease Foundation (CDF) 

• Focus: Patient advocacy and research for celiac disease 

• Membership base: Gastroenterologists, dietitians, pediatricians, patients 

• Website: https://celiac.org 

• Specialties: Gluten‑free standards, screening, education 

34. Scleroderma Foundation 

• Focus: Support, education, and research for systemic sclerosis 

• Membership base: Rheumatologists, pulmonologists, cardiologists, patients 

• Website: https://scleroderma.org 

• Specialties: Diffuse/limited cutaneous forms, interstitial lung disease 

35. Myasthenia Gravis Foundation of America (MGFA) 
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• Focus: Improve lives through research, care access, and education 

• Membership base: Neurologists, neuromuscular specialists, patients 

• Website: https://myasthenia.org 

• Specialties: MG crisis prevention, thymectomy, immunotherapies 

36. GBS/CIDP Foundation International 

• Focus: Global support and research for GBS, CIDP, and variants 

• Membership base: Neurologists, rehab teams, patients/caregivers 

• Website: https://www.gbs-cidp.org 

• Specialties: Acute neuropathies, chronic inflammatory demyelinating 
polyneuropathy 

37. JDRF (Type 1 Diabetes) 

• Focus: Fund T1D research and improve access to therapies 

• Membership base: Endocrinologists, diabetes educators, families, researchers 

• Website: https://www.jdrf.org 

• Specialties: Type 1 diabetes technology, immunotherapies, pediatrics 

Viral & Infectious Diseases 

38. Infectious Diseases Society of America (IDSA) 

• Focus: Advance ID practice, research, and public health 

• Membership base: ID physicians, pharmacists, epidemiologists, researchers 

• Website: https://www.idsociety.org 

• Specialties: Antimicrobials, HIV, TB, emerging pathogens 

39. HIV Medicine Association (HIVMA) 

• Focus: Support clinicians and advance policy for HIV care 

• Membership base: HIV specialists, ID physicians, pharmacists, social workers 

• Website: https://www.hivma.org 

• Specialties: HIV treatment guidelines, prevention, health equity 

40. American Society for Virology (ASV) 

• Focus: Promote exchange of information among virologists 
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• Membership base: Basic scientists, physician‑scientists, trainees 

• Website: https://asv.org 

• Specialties: Viral pathogenesis, vaccinology, host‑virus interactions 

41. American Liver Foundation (ALF) 

• Focus: Promote liver health and support those affected by liver disease 

• Membership base: Hepatologists, gastroenterologists, surgeons, patients 

• Website: https://liverfoundation.org 

• Specialties: Viral hepatitis, cirrhosis, HCC prevention 

42. Hepatitis B Foundation 

• Focus: Find a cure and improve lives affected by HBV 

• Membership base: Hepatology/ID clinicians, researchers, policy advocates 

• Website: https://www.hepb.org 

• Specialties: HBV screening, treatment access, research 

43. Global Lyme Alliance (GLA) 

• Focus: Conquer Lyme and other tick‑borne diseases through research and 
awareness 

• Membership base: ID clinicians, primary care, advocacy groups, researchers 

• Website: https://globallymealliance.org 

• Specialties: Lyme diagnostics, persistent symptoms, prevention 

44. International Society for Infectious Diseases (ISID) 

• Focus: Global collaboration on infectious diseases 

• Membership base: ID clinicians, public health, microbiologists, researchers 

• Website: https://isid.org 

• Specialties: ProMED, global outbreak reporting, education 

Cancer & Oncology (Adult and Pediatric) 

45. American Society of Clinical Oncology (ASCO) 

• Focus: Improve cancer care and research; large annual congress 

• Membership base: Medical oncologists, APPs, researchers, industry, nurses 
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• Website: https://www.asco.org 

• Specialties: All solid tumors and hematologic malignancies; guidelines 

46. American Association for Cancer Research (AACR) 

• Focus: Advance cancer research and translate discoveries 

• Membership base: Scientists, physician‑scientists, trainees, industry 

• Website: https://www.aacr.org 

• Specialties: Cancer biology, genomics, immuno‑oncology, prevention 

47. American Society for Radiation Oncology (ASTRO) 

• Focus: Advance the practice of radiation oncology 

• Membership base: Radiation oncologists, physicists, dosimetrists, therapists 

• Website: https://www.astro.org 

• Specialties: Radiotherapy techniques, safety, QA, clinical trials 

48. Society of Surgical Oncology (SSO) 

• Focus: Global community of cancer surgeons 

• Membership base: Surgical oncologists, fellows, residents, researchers 

• Website: https://surgonc.org 

• Specialties: Surgical standards, complex tumor resections 

49. American Society of Hematology (ASH) 

• Focus: Advance hematology research and practice 

• Membership base: Hematologists/oncologists, researchers, lab scientists 

• Website: https://www.hematology.org 

• Specialties: Leukemia, lymphoma, myeloma, benign heme 

50. Oncology Nursing Society (ONS) 

• Focus: Professional home for oncology nurses 

• Membership base: Nurses, nurse navigators, educators, researchers 

• Website: https://www.ons.org 

• Specialties: Chemo/biotherapy standards, symptom management, navigation 

51. American Psychosocial Oncology Society (APOS) 
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• Focus: Advance psychosocial care in oncology 

• Membership base: Psychologists, psychiatrists, social workers, clinicians 

• Website: https://apos-society.org 

• Specialties: Distress screening, survivorship, family systems 

52. Children’s Oncology Group (COG) 

• Focus: NCI‑supported pediatric cancer research network 

• Membership base: Pediatric oncologists, surgeons, radiation oncologists, nurses 

• Website: https://www.childrensoncologygroup.org 

• Specialties: Pediatric trials, AYA oncology, survivorship studies 

53. International Society of Paediatric Oncology (SIOP) 

• Focus: Global pediatric oncology professional society 

• Membership base: Pediatric oncologists, nurses, surgeons, researchers 

• Website: https://siop-online.org 

• Specialties: Global guidelines, disparities, education 

54. Society for Neuro‑Oncology (SNO) 

• Focus: Advance multidisciplinary neuro‑oncology 

• Membership base: Neuro‑oncologists, neurosurgeons, radiation oncologists, 
scientists 

• Website: https://www.soc-neuro-onc.org 

• Specialties: Glioblastoma, brain/spinal tumors, CNS trials 

Cardiovascular, Respiratory & Organ Failure 

55. American Heart Association (AHA) 

• Focus: Reduce cardiovascular disease and stroke 

• Membership base: Cardiologists, surgeons, scientists, allied professionals 

• Website: https://www.heart.org 

• Specialties: Atherosclerosis, heart failure, prevention, rehab 

56. Heart Failure Society of America (HFSA) 

• Focus: Improve and expand heart failure care 
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• Membership base: Cardiologists, nurses, pharmacists, researchers 

• Website: https://hfsa.org 

• Specialties: Advanced HF, devices, transplant care, guidelines 

57. Pulmonary Hypertension Association (PHA) 

• Focus: Extend and improve the lives of those with PH 

• Membership base: Pulmonologists, cardiologists, nurses, patients 

• Website: https://phassociation.org 

• Specialties: PAH, chronic thromboembolic PH, pediatrics 

58. American Thoracic Society (ATS) 

• Focus: Advance pulmonary, critical care, and sleep medicine 

• Membership base: Pulmonologists, intensivists, researchers, RTs 

• Website: https://www.thoracic.org 

• Specialties: ILD, COPD, bronchiectasis, pulmonary fibrosis 

59. American Liver Foundation (ALF) 

• Focus: Promote liver health and support those with liver disease 

• Membership base: Hepatologists, surgeons, researchers, patients 

• Website: https://liverfoundation.org 

• Specialties: Cirrhosis, hepatitis, liver cancer, transplant 

60. American Society of Nephrology (ASN) 

• Focus: Lead the fight against kidney disease 

• Membership base: Nephrologists, researchers, fellows, allied health 

• Website: https://www.asn-online.org 

• Specialties: CKD, dialysis, transplant, genetic kidney disease 

61. Polycystic Kidney Disease Foundation (PKDF) 

• Focus: Educate, advocate, and fund research for PKD 

• Membership base: Nephrologists, geneticists, patients/families 

• Website: https://pkdcure.org 

• Specialties: ADPKD, ARPKD, clinical trials, imaging 

62. Amyloidosis Foundation 
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• Focus: Support research and awareness for amyloidosis 

• Membership base: Cardiologists, hematologists, neurologists, patients 

• Website: https://amyloidosis.org 

• Specialties: AL/ATTR amyloidosis, diagnosis and treatment access 

63. Foundation for Sarcoidosis Research (FSR) 

• Focus: Accelerate research and improve care for sarcoidosis 

• Membership base: Pulmonologists, rheumatologists, cardiologists, patients 

• Website: https://www.stopsarcoidosis.org 

• Specialties: Systemic sarcoidosis, cardiac/ocular involvement 

Rare, Developmental & Umbrella Orgs 

64. National Organization for Rare Disorders (NORD) 

• Focus: Advocate for rare disease community and improve access to diagnosis 
and treatment 

• Membership base: Patient orgs, clinicians, researchers, policy advocates 

• Website: https://rarediseases.org 

• Specialties: Registry building, policy, education across 7,000+ rare diseases 

65. Genetic Alliance 

• Focus: Catalyze innovation in health through genetics and patient‑driven data 

• Membership base: Patient groups, researchers, clinicians, data partners 

• Website: https://www.geneticalliance.org 

• Specialties: Genetic testing access, registries, policy 

66. Angelman Syndrome Foundation 

• Focus: Support individuals with Angelman syndrome and fund research 

• Membership base: Geneticists, neurologists, therapists, families 

• Website: https://www.angelman.org 

• Specialties: AS clinics, communication/behavior therapies 

67. Rett Syndrome Research Trust 

• Focus: Cure Rett by driving research to clinical trials 
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• Membership base: Scientists, neurologists, geneticists, families 

• Website: https://reverserett.org 

• Specialties: MECP2 research, gene therapy, clinical trials 

68. Prader‑Willi Syndrome Association USA (PWSA) 

• Focus: Enhance lives of those affected by PWS 

• Membership base: Endocrinologists, nutritionists, behavioral specialists, 
families 

• Website: https://www.pwsausa.org 

• Specialties: Hyperphagia management, behavior supports, clinics 

69. Noonan Syndrome Foundation 

• Focus: Support those affected by Noonan syndrome 

• Membership base: Cardiologists, geneticists, pediatricians, families 

• Website: https://noonansyndrome.org 

• Specialties: RASopathies, cardiac monitoring, growth/development 

70. National Gaucher Foundation (NGF) 

• Focus: Support Gaucher community and improve access to care 

• Membership base: Metabolic specialists, hematologists, geneticists, families 

• Website: https://www.gaucherdisease.org 

• Specialties: Types 1–3 Gaucher, enzyme replacement, monitoring 

71. Pompe Alliance 

• Focus: Connect and empower the Pompe community 

• Membership base: Metabolic clinicians, pulmonologists, PT/OT, families 

• Website: https://pompealliance.org 

• Specialties: Late‑onset Pompe, respiratory support, ERT access 

72. Wilson Disease Association 

• Focus: Improve the lives of those with Wilson disease 

• Membership base: Hepatologists, neurologists, geneticists, families 

• Website: https://wilsondisease.org 

• Specialties: Copper chelation, neurologic/hepatic monitoring 
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73. Fabry International Network (FIN) 

• Focus: Global network improving quality of life in Fabry disease 

• Membership base: Clinicians, researchers, patient orgs worldwide 

• Website: https://www.fabrynetwork.org 

• Specialties: Fabry disease, enzyme/chaperone therapies 

Chronic Pain, Neuropathy & Movement 

74. American Academy of Pain Medicine (AAPM) 

• Focus: Promote quality care for people with pain 

• Membership base: Pain physicians, anesthesiologists, neurologists, 
psychologists 

• Website: https://painmed.org 

• Specialties: Interdisciplinary pain care, neuropathic pain, guidelines 

75. American Chronic Pain Association (ACPA) 

• Focus: Peer‑led education and support for people with pain 

• Membership base: Clinicians, patients, support group leaders 

• Website: https://theacpa.org 

• Specialties: Self‑management, patient education, resources 

76. International Association for the Study of Pain (IASP) 

• Focus: Advance pain research and management worldwide 

• Membership base: Scientists, clinicians across specialties, PT/OT, 
psychologists 

• Website: https://www.iasp-pain.org 

• Specialties: Global pain curricula, neuropathic pain, policy 

77. Restless Legs Syndrome Foundation 

• Focus: Improve lives of people with RLS/WED 

• Membership base: Neurologists, sleep specialists, patients 

• Website: https://www.rls.org 

• Specialties: RLS diagnostics, management, research updates 
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78. Epilepsy Foundation 

• Focus: Lead the fight to overcome challenges of living with epilepsy 

• Membership base: Neurologists, epileptologists, nurses, patients 

• Website: https://www.epilepsy.com 

• Specialties: Refractory epilepsy, SUDEP prevention, access to care 

79. Tourette Association of America 

• Focus: Support those affected by Tourette syndrome and tic disorders 

• Membership base: Neurologists, psychiatrists, psychologists, families 

• Website: https://tourette.org 

• Specialties: Behavioral therapy (CBIT), comorbidities, youth services 

80. Narcolepsy Network 

• Focus: Support, education, and advocacy for narcolepsy 

• Membership base: Sleep physicians, neurologists, patients 

• Website: https://narcolepsynetwork.org 

• Specialties: Narcolepsy types 1/2, sleep medicine resources 

81. National Ataxia Foundation (NAF) 

• Focus: Accelerate treatment development for ataxias 

• Membership base: Neurologists, geneticists, researchers, families 

• Website: https://www.ataxia.org 

• Specialties: Spinocerebellar ataxias, FA collaborations, clinics 

82. Autism Society of America (ASA) 

• Focus: Create connections and empower the autism community 

• Membership base: Behavioral specialists, neurologists, educators, families 

• Website: https://autismsociety.org 

• Specialties: Autism services, advocacy, community inclusion 

Chronic Fatigue & Dysautonomia 

83. Solve M.E./CFS Initiative 

• Focus: Accelerate research into ME/CFS and related post‑viral illnesses 
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• Membership base: Researchers, clinicians, patients, policy advocates 

• Website: https://solvecfs.org 

• Specialties: ME/CFS, Long COVID research collaboratives, registries 

84. Dysautonomia International 

• Focus: Improve the lives of people with autonomic nervous system disorders 

• Membership base: Cardiologists, neurologists, EP specialists, patients 

• Website: https://www.dysautonomiainternational.org 

• Specialties: POTS, orthostatic intolerance, autonomic testing access 

85. Ehlers‑Danlos Society (for HSD/POTS overlap) 

• Focus: Global org for EDS/hypermobility with autonomic overlap 

• Membership base: Rheumatology, cardiology, neurology, PT/OT, patients 

• Website: https://www.ehlers-danlos.com 

• Specialties: Hypermobility spectrum, POTS overlap, pain/autonomic rehab 

86. Fibromyalgia Network/Action (regional orgs) 

• Focus: Support and education for fibromyalgia and chronic pain 

• Membership base: Rheumatologists, pain clinicians, patients 

• Website: https://www.uspainfoundation.org (umbrella) 

• Specialties: Fibromyalgia resources, pacing, multidisciplinary care 

Appendix C - Global Master List of 100 Incurable Diseases 
Reference guide detailing 100 major incurable diseases, 
including classification, affected organs, symptoms, current 
treatments, and prognosis.	

1. Alzheimer’s Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 
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• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

2. Parkinson’s Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

3. Amyotrophic Lateral Sclerosis (ALS) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

4. Huntington’s Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

5. Multiple Sclerosis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 
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• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

6. Creutzfeldt-Jakob Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

7. Frontotemporal Dementia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

8. Lewy Body Dementia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

9. Progressive Supranuclear Palsy 

• Category: Chronic or Incurable Disorder 
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• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

10. Multiple System Atrophy 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

11. Epilepsy (Refractory) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

12. Narcolepsy 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

13. Tourette Syndrome 
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• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

14. Spinocerebellar Ataxia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

15. Friedreich’s Ataxia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

16. Trigeminal Neuralgia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 
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17. Cluster Headache Syndrome 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

18. Peripheral Neuropathy (Idiopathic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

19. Restless Legs Syndrome (Severe) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

20. Myasthenia Gravis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 
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• Prognosis: Lifelong, incurable condition 

21. Cystic Fibrosis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

22. Duchenne Muscular Dystrophy 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

23. Sickle Cell Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

24. Hemophilia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 
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• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

25. Tay-Sachs Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

26. Marfan Syndrome 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

27. Ehlers-Danlos Syndrome 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

28. Spinal Muscular Atrophy 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 
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• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

29. Phenylketonuria (PKU) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

30. Angelman Syndrome 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

31. Rett Syndrome 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

32. Prader-Willi Syndrome 

• Category: Chronic or Incurable Disorder 
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• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

33. Noonan Syndrome 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

34. Gaucher Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

35. Pompe Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

36. Wilson’s Disease 
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• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

37. Alpha-1 Antitrypsin Deficiency 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

38. Fabry Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

39. Neurofibromatosis (Type 1 & 2) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 
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40. Type 1 Diabetes Mellitus 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

41. Lupus (SLE) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

42. Rheumatoid Arthritis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

43. Crohn’s Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 
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• Prognosis: Lifelong, incurable condition 

44. Ulcerative Colitis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

45. Psoriasis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

46. Celiac Disease 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

47. Scleroderma 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 
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• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

48. Guillain-Barré Syndrome (CIDP) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

49. Chronic Fatigue Syndrome (ME/CFS) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

50. HIV/AIDS 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

51. Herpes Simplex Virus (HSV) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 
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• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

52. Hepatitis B 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

53. Hepatitis C (Chronic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

54. Human Papillomavirus (HPV) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

55. Epstein-Barr Virus (EBV) 

• Category: Chronic or Incurable Disorder 
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• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

56. Cytomegalovirus (CMV) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

57. HTLV-1 Virus 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

58. Lyme Disease (Chronic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

59. Tuberculosis (MDR/XDR) 
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• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

60. Ebola Virus (Post-Infection Syndrome) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

61. Rabies (Symptomatic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

62. Zika Virus (Congenital Damage) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 
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63. Chikungunya Virus (Chronic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

64. Toxoplasmosis (Chronic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

65. Pancreatic Cancer 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

66. Glioblastoma Multiforme (GBM) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 
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• Prognosis: Lifelong, incurable condition 

67. Ovarian Cancer (Advanced) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

68. Lung Cancer (Small-Cell) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

69. Mesothelioma 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

70. Esophageal Cancer 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 
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• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

71. Gallbladder Cancer 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

72. Liver Cancer 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

73. Multiple Myeloma 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

74. Chronic Myeloid Leukemia (CML) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 
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• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

75. Congestive Heart Failure 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

76. Pulmonary Fibrosis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

77. Primary Pulmonary Hypertension 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

78. Cirrhosis of the Liver 

• Category: Chronic or Incurable Disorder 
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• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

79. Polycystic Kidney Disease (PKD) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

80. Amyloidosis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

81. Sarcoidosis (Chronic) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

82. Systemic Sclerosis (Diffuse) 
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• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

83. Chronic Pancreatitis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

84. Motor Neuron Disease (PLS) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

85. Atherosclerosis (Advanced) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 
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86. Hypertrophic Cardiomyopathy (HCM) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

87. Arrhythmogenic Right Ventricular Cardiomyopathy (ARVC) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

88. Bronchiectasis 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

89. Emphysema 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 
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• Prognosis: Lifelong, incurable condition 

90. Interstitial Lung Disease (ILD) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

91. Chronic Venous Insufficiency 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

92. Lymphedema 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

93. Raynaud’s Disease (Severe) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 
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• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

94. Mitral Valve Prolapse (Severe) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

95. Long COVID (Post-Acute) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

96. Postural Orthostatic Tachycardia Syndrome (POTS) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

97. Chronic Pain Syndrome (CPS) 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 
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• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

98. Fibromyalgia 

• Category: Chronic or Incurable Disorder 

• Affected Organs: Varies by disease (see reference materials) 

• Common Symptoms: Progressive functional impairment 

• Treatment: Supportive and symptomatic only 

• Prognosis: Lifelong, incurable condition 

Appendix D – Clinical Nutrition and Care Standards for 
Oncology Patients 
Evidence-based nutritional and dietary care framework for 
pediatric and adult cancer patients, designed to enhance quality 
of life and recovery outcomes. 

1.1Pediatric Oncology 

1. Screening and Monitoring 
o Nutritional status is an independent, modifiable prognostic factor in 

children with malignancies. 
o Screening, risk assessment, nutritional care planning, and follow-up 

are required for every child with cancer. 
o Regular tracking of weight, height, BMI percentile, muscle mass, and 

dietary intake is recommended. 
2. Energy and Protein Targets 

o Children with cancer often need higher calories and protein than 
healthy peers due to both growth and tissue repair needs. 

o Calorie and protein targets vary by age and condition but typically 
emphasize high-calorie, high-protein foods such as eggs, milk, cheese, 
and nut butters. 
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o Energy-dense snacks and oral nutritional supplements are encouraged 
when appetite is poor. 

3. Carbohydrates and Added Sugars 
o Diets should emphasize whole grains, vegetables, fruits, lean meats, 

and plant-based proteins. 
o Sweets and sugary drinks should be minimized. 
o Carbohydrates should come primarily from complex sources such as 

whole grains, beans, and starchy vegetables. 
4. Meal and Snack Patterns 

o Encourage small, frequent meals throughout the day. 
o Modify food texture and flavor as needed for nausea, mucositis, or 

taste changes. 
o Soft foods and bland options may be more tolerable during treatment. 

5. Nutrition Support 
o Early use of oral, enteral, or parenteral nutrition is recommended 

when intake falls below 75 % of estimated needs. 
o Delaying intervention increases risk for malnutrition and treatment 

delays. 
6. Survivorship 

o After treatment, focus on balanced nutrition for normal growth, bone 
health, and long-term body composition. 

o Encourage lifelong healthy eating habits to prevent metabolic 
complications. 

 

1.2 Adult Oncology 

1. Screening and Monitoring 
o Early identification of malnutrition is critical. 
o Routine assessment of body weight, muscle mass, and dietary intake 

should be part of standard care. 
o Dietitians must be integrated into oncology teams for personalized 

plans. 
2. Energy and Protein Targets 

o Energy: Approximately 25 – 30 kcal per kg of body weight per day. 
o Protein: 1.0 – 1.5 g per kg of body weight per day to maintain or 

rebuild lean mass. 
o Adjust targets for metabolic stress, cachexia, or obesity. 

3. Carbohydrates and Diet Quality 
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o Prioritize complex carbohydrates such as whole grains, legumes, and 
vegetables. 

o Limit refined starches and added sugars. 
o There is no evidence that eliminating carbohydrates “starves” cancer; 

the focus should be on quality and balance. 
4. Meal Frequency and Snack Quality 

o Encourage small, frequent, high-protein meals. 
o Avoid sugary beverages, candy, and other low-nutrient foods. 
o Use fortified shakes or protein-enriched snacks if intake is low. 

5. Survivorship and Long-Term Diet 
o Adopt a Mediterranean-style or whole-food diet rich in fruits, 

vegetables, lean proteins, and healthy fats. 
o Limit processed meats and sugar-sweetened beverages. 
o Emphasize long-term weight management and metabolic health. 

 

2. Audit and Analysis Template 

2.1 Audit Structure 

1. Policy and Screening 
o Is there a documented nutrition screening protocol for oncology 

patients? 
o Are weight, growth, and intake monitored regularly? 
o Is a registered oncology dietitian part of the team? 
o Are calorie and protein targets defined for pediatric and adult 

patients? 
o Are oncology-specific meal plans used instead of standard hospital 

menus? 
2. Menu and Meal Composition 

o Do meals meet calorie and protein targets? 
o Are protein sources emphasized (e.g., eggs, fish, legumes)? 
o Are carbohydrates primarily from whole grains and vegetables? 
o Is added sugar limited? 
o Are nutritious snacks available between meals? 
o Are there texture-modified or bland options for patients with nausea 

or mucositis? 
3. Carbohydrate and Added Sugar Focus 
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o Does the menu limit refined sugars and sweetened beverages? 
o Is the carbohydrate source and amount tracked for each meal? 
o Are low-sugar dessert options offered? 
o Is patient/family education provided on limiting added sugars? 
o Are special meal plans available for patients on steroids or with 

metabolic risks? 
4. Outcome and Monitoring 

o Are outcomes such as meal intake, weight changes, and growth 
tracked? 

o Are nutrition interventions triggered when intake falls below targets? 
o Is there a feedback loop from data to menu revision? 
o Are education sessions regularly provided? 

 

2.2 Scoring and Evaluation 

1. Scoring System 
o 0 = No, 1 = Partial, 2 = Yes. 
o Add up totals for each section. 
o Interpretation: 

§ 80 % or higher → Strong alignment 
§ 60 – 79 % → Moderate alignment 
§ Below 60 % → Significant improvement needed 

2. Priority Areas 
o Any item scoring 0 or 1 should be flagged for corrective action. 
o High priority = added sugars, protein adequacy, outcome tracking. 

 

3. Recommendation Template 

1. Gap: Describe the issue. 
2. Rationale: Link to guideline or evidence. 
3. Recommendation: Specify change (menu update, new snack options, staff 

training, etc.). 
4. Implementation Steps: Outline how to carry out the change. 
5. Metrics to Monitor: Define measurable outcomes (protein grams, sugar 

content, intake %). 
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6. Timeline: Set deadlines (3 – 6 months typical). 
7. Responsible Party: Assign accountability (dietitian, kitchen manager, 

oncology nutrition lead). 

 

4. Quantitative Targets 

1. Pediatric Patients 
o Above-maintenance calorie levels during treatment. 
o High-protein foods and fortified snacks. 
o Carbohydrates: 45 – 65 % of total calories from complex sources. 
o Limit added sugars to less than 10 % of total calories. 

2. Adult Patients 
o Energy: 25 – 30 kcal per kg body weight per day. 
o Protein: 1.0 – 1.5 g per kg body weight per day. 
o Focus on quality carbohydrates; avoid refined and sweetened foods. 
o Include healthy fats such as olive oil, nuts, and fatty fish. 

 

5. Implementation and Continuous Improvement 

1. Collaborate early with food service teams to ensure feasible changes. 
2. Maintain taste and variety, especially for pediatric patients. 
3. Offer separate menu paths for high-risk adults (steroid use, diabetes). 
4. Educate staff on carbohydrate quality, protein importance, and sugar control. 
5. Use feedback surveys from patients and families. 
6. Track measurable outcomes such as: 

o Percentage of meals meeting protein/calorie goals. 
o Frequency of sugary desserts served. 
o Average patient meal intake percentage. 

7. Review progress quarterly and update menus accordingly. 
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6. Summary 

1. Current guidelines prioritize maintaining calorie and protein intake, not 
extreme carbohydrate restriction. 

2. Sugar does not directly “feed” cancer in a way that justifies elimination of 
carbs, but limiting added sugars improves overall health. 

3. Focus on high-quality whole-food carbohydrates and adequate protein. 
4. Use regular audits and feedback to keep hospital menus aligned with best 

practices. 
5. Integrate patient education, monitoring, and staff training into the program 

for continuous improvement. 

Conclusion: The Great Revival – Humanity United for 
Healing 

Humanity now stands at the threshold of a great revival - one not defined by 
conflict or division, but by cooperation, compassion, and courage. The MEGA 
CURES initiative embodies this awakening: a movement that unites medicine, 
science, technology, and human spirit in the shared pursuit of curing what has long 
been deemed incurable. By dissolving the barriers that separate disciplines, 
institutions, and nations, MEGA CURES transforms knowledge into collective 
power and data into healing. 

This is more than a research endeavor; it is a moral and humanitarian commitment. 
Every dataset shared, every partnership forged, and every algorithm refined 
becomes part of a greater human tapestry — one that honors the patients, families, 
and caregivers who inspire this mission. The project’s success depends upon the 
global community’s willingness to think beyond borders, to trust in transparent 
collaboration, and to let compassion guide innovation. 

The ongoing study of incurable diseases represents one of the greatest frontiers in 
modern medicine. Despite remarkable advancements in genomics, biotechnology, 
and artificial intelligence, many of these conditions continue to elude definitive 
cures. Each disease on this list highlights a critical need for continued investment 
in research, global collaboration, and patient-centered innovation. Understanding 
these disorders not only deepens our appreciation for the complexity of the human 
body but also reinforces the urgency of developing preventive, regenerative, and 
curative solutions. 
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The Great Revival calls upon all - scientists, clinicians, engineers, policymakers, 
and citizens - to rise together in pursuit of healing. Through unity of purpose and 
clarity of vision, what is today labeled “incurable” can become tomorrow’s 
triumph of human ingenuity and compassion. In this new age of collaboration, 
humanity itself becomes the cure. 

 

“Healing the world begins with healing together.” 

 

The MEGA CURES Project invites all institutions, researchers, and innovators to 
join this movement - to share data, insight, and compassion in the pursuit of curing 
the incurable. Every contribution matters, and every discovery brings humanity 
one step closer to healing itself. 

For partnerships, collaborations, or participation inquiries, please contact: 

Sean Deery – Founder, MEGA Cures Initiative 
Email: sdeery@huntingmaguire.com 
Website: www.huntingmaguire.com 
 

	


