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What Do Our Patients and Caregivers Need? 
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● Education

● Treatment options

● Clinical trials

● Side effect management 

● Community/emotional support

● Financial support and other resources

● Remote monitoring and triaging

● Reminders for follow ups

● Rehab



What Do We Need? 
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Need guidance on the following:

● Care team roles in survivorship program 

development

● Tools for efficiently creating survivorship 

programs

● Understanding detailed CoC requirements

● Motivating departments and community 

providers to collaborate

● Examples and best practices of 

survivorship programs

Results from Education SIG Survey conducted during ONS 2016 Congress



What Do We Need? (cont’d)
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● More time! 

● Easier to provide resources 

○ Treatment understanding and decisions for patients

○ Side effect management

○ Easy and personalized community resources

○ Clinical trials info

● Easier care-coordination

● Remote monitoring 

● Automated triaging

● Telemedicine/easy communication with pt. at home



Impact of Policies and Evolving Models
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• IOM 

• CMS

• Drug coverage and price transparency

• Outpatient care
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Do you want to speak to the doctor 
in charge or the nurse who really 

knows what’s going on?
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Tools That Can Help Nurses

1. Care Planning Automation

2. Resources for cancer patients

3. Patient communities and social media

4. Clinical trials and cancer cure

5. AI based Solutions

6. Genomics and precision medicine



Care Planning Automation 
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• Journey Forward

• CareVive/Survivorplan.io

• Helpsy

• Synapse

• Flatiron



Journey Forward (N,P)

The Cancer Care Plan Builder (Survivorship Care Plan Builder) is a free tool compliant with COC guidelines for oncology professionals that 

can help Professionals quickly make personalized Treatment Plans, Treatment Summaries, and Survivorship Care Plans for your patients. 

9
www.journeyforward.com

http://www.journeyforward.com


Carevive/Survivorplan.io (O,R,N)
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Carevive and Survivorplan.io both automatically generate individualized Cancer Survivorship Plans from patient data.

www.carevive.com and survivorplan.io

http://www.carevive.com/
http://survivorplan.io


Helpsy (O,R,N)

Helpsy automatically generates individualized Cancer Survivorship Plans which includes anticipated side effects, treatment and self 

help guidelines, community resources, referral suggestions, follow up reminders, medication adherence reminders, and auto triaging. 

11
www.helpsyhealth.com

http://www.helpsyhealth.com/


Synapse (O,R,N)

Synapse enables precision cancer care by standardizing data, clinical workflows, 

and best practices and enables access to decisions for targeted therapies.
12

www.synapse.com

http://www.synapse.com


Flatiron (N,O,R,H)

Flatiron provides careplan generation and EHR software to connect community 

oncologists, academics, hospitals, life science researchers, and regulators.
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flatiron.com

http://flatiron.com


Resources for Cancer Patients
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• American Cancer Society

• Triage Cancer

• iCancer/Cancer care app (by Dana Farber)

• iThrive

• Can Surround

• Helpsy



American Cancer Society (P,N,O,H)

The ACS provides cancer survivorship guidelines for follow ups and post-treatment care.

15www.cancer.org

http://www.cancer.org


Triage Cancer (P,N,O,C,Comm)

Triage Cancer provides cancer survivorship education to patients, survivors, caregivers, advocates, and health care 

professionals through education events, an international speakers bureau, and online materials and resources.

16
triagecancer.org

http://triagecancer.org


iCancer by MedoCity (P,C,Comm)

iCancer allows patients to manage their medications, track and report symptoms, 

share progress reports, and connect with other cancer patients.

17
www.icancerhealth.com

http://www.icancerhealth.com/


iThrive (P,C,N)

18

iThrive allows patients to create their own individualized wellness plans.

www.ithriveplan.com

http://www.ithriveplan.com


Can Surround (P,C)

Can Surround provides psychosocial support through digital technologies for people living with cancer.

19
www.cansurround.com

http://www.cansurround.com


Helpsy (P,N,O,C)

Helpsy provides patients with local and national resources specific to their cancer.

20
www.helpsyhealth.com

http://www.helpsyhealth.com


Patient Communities and Social Media 

• Smart Patients

• Gryt/Stupid Cancer

• Social Media Communities
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Smart Patients (P,C,Comm)

Smart Patients is an online community for patients and families affected by a variety of illnesses. 

22
www.smartpatients.com

http://www.smartpatients.com


Gryt/Stupid Cancer (P,C,Comm)

. 
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The Gryt Stupid Cancer mobile app connects the young adult cancer community through education and building relationships.

stupidcancer.org/app

http://stupidcancer.org/app


Social Media Communities (P,C,Comm)

On social media networks such as Twitter, there are tightly knit communities of members that provide information, 

emotional support, and host weekly chats. Examples on Twitter are #bcsm (breast cancer) and #btsm (brain tumors).

24
twitter.com

http://twitter.com


Clinical Trials and Cancer Moonshot
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• Flatiron

• Oncoverse

• Helpsy

• Science 37

• Mendel.ai

Non-profits/Foundations
• Cancer Commons

• Biden Cancer Initiative



Flatiron (N,O,R,H)

Flatiron provides careplan generation and EHR software to connect community 

oncologists, academics, hospitals, life science researchers, and regulators.
26

flatiron.com

http://flatiron.com


Oncoverse (O,N,R)

Oncoverse provides care collaboration and virtual conference tools for oncology teams.

27
www.oncoverse.com

http://www.oncoverse.com/


Science 37 (P,N,O,R)

Science 37 provides tools to access and participate virtually in clinical trials.

28
www.science37.com

http://www.science37.com/


Helpsy (P,N,O,R)

Helpsy provides patient management tools along with study tools to perform clinical trials.
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www.helpsyhealth.com

http://www.helpsyhealth.com


Mendel.ai (P,O,R)

Mendel.ai automates matching cancer patients to clinical trials through analysis of personal medical history and genetics.

30
mendel.ai

http://mendel.ai


Cancer Commons (P,N,O,R)

Cancer Commons helps identify the best options for treating an individual’s cancer. Members contribute to and benefit from 

a knowledge base of case histories, treatment insights and rationales, clinical trials, and patient outcomes and experiences.

31
www.cancercommons.org

http://www.cancercommons.org/


Biden Cancer Initiative (N,O,R)

The Biden Cancer Initiative mission is to develop and drive implementation of solutions 

to accelerate progress in cancer prevention, detection, diagnosis, research, and care.
32

bidencancer.org

http://bidencancer.org


AI Based Solutions

• GoogLeNet

• IBM Watson

• Optellum

• Behold.AI

• X2AI

33



GoogLeNet (O,R)

GoogleLeNet has been used to diagnose cancer from patient scans.

34
https://ai.googleblog.com/2017/03/assisting-pathologists-in-detecting.html

https://ai.googleblog.com/2017/03/assisting-pathologists-in-detecting.html


IBM Watson (N,O,R)

IBM Watson analyzes patient clinical information in order to recommend cancer treatments.
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www.ibm.com/watson/health/oncology-and-genomics/oncology/

https://www.ibm.com/watson/health/oncology-and-genomics/oncology/


Optellum (O,R)

Optellum uses AI and Machine Learning to help diagnose and treat lung cancer.
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www.optellum.com

http://www.optellum.com


Behold.AI (O,R)

Behold.AI uses AI to help diagnose radiology scans.
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medium.com/aws-activate-startup-blog/adapting-deep-learning-to-medicine-with-behold-ai-e60c37eb966a

behold.ai

https://medium.com/aws-activate-startup-blog/adapting-deep-learning-to-medicine-with-behold-ai-e60c37eb966a
http://behold.ai/


X2AI/WoeBot (P)

X2AI is an AI-driven Mental Health chatbot that coaches people through tough times using text message conversations.

38
x2ai.com

http://x2ai.com


Genomics/Precision Medicine

• Illumina/Color Genomics/23andMe/              

Futura Genetics/Rosetta Genomics/     

Foundation Medicine

• IBM Watson Genomics

• Precision Oncology

39



Illumina/Color Genomics/23andMe/Futura

Genomics/Rosetta Genomics/Foundation Med (P)

All of these companies offer testing kits to evaluate genes and SNPs associated with a predisposition towards various cancers.

40
blog.color.com/colors-journey-to-the-heart-e5a39c517440

illumina.com color.com 23andme.com futuragenetics.com rosettagx.com foundationmedicine.com

https://blog.color.com/colors-journey-to-the-heart-e5a39c517440
http://www.illumina.com
http://www.color.com
http://www.23andme.com
http://www.futuragenetics.com
http://rosettagx.com
http://www.foundationmedicine.com


IBM Watson Genomics (O,R)

IBM Watson Genomics uses AI to analyze genomics data in order to better provide precision cancer treatments.
41

arstechnica.com/science/2014/03/ibm-to-set-watson-loose-on-cancer-genome-data/

https://www.ibm.com/watson/health/oncology-and-genomics/genomics/

https://arstechnica.com/science/2014/03/ibm-to-set-watson-loose-on-cancer-genome-data/
https://www.ibm.com/watson/health/oncology-and-genomics/genomics/


Precision Oncology (N,O,R)

Precision Oncology provides an integrated clinical trial and genomic diagnostic solution.

42
www.precisionforoncology.com

http://www.precisionforoncology.com
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Tools That Can Help Nurses

1. Care Planning Automation

2. Resources for cancer patients

3. Patient communities and social media

4. Clinical trials and cancer cure

5. AI based Solutions

6. Genomics and precision medicine



Sangeeta Agarawal, RN, CAS, MS, Founder 

www.helpsyhealth.com

Technology won’t replace us. Rather, 

we will mold technology to increase 

our superpower multifold.



Development of a Patient Navigation 

Evaluation App to Improve Outcomes
Linda U. Krebs, PhD, RN, AOCN

Associate Professor Emerita

University of Colorado College of Nursing

Aurora, Colorado



NACR Patient Navigation Grant History

• In 1994, 1st Patient Navigation study funded

– Robert Woods Johnson Foundation

• Between 1997-2015, 8 sequential navigation studies

– 3 from Susan G. Komen for the Cure®

– 5 from National Institutes of Health

• 2018 – Survivorship grant using PNs under NIMHD 

review



NACR’s Web-based Evaluation Program

• Created in 2005 via Mayo Clinic’s “Spirit of 

E.A.G.L.E.S Community Network Programs -1”         
(PI: Kaur; NCI U01 CA 114609) 

• Navigation data fields expanded for “Native Navigators 

and the Cancer Continuum” (PI: Burhansstipanov; R24 

MD 002811)

• http://www.natamcancer.org/nacreval/nacreval.html



NACR Online Evaluation Tool









Rationale for Developing a Tablet App

• Portable - easier to use in the field 

• Does not require Internet access for data entry

• Multiple pull-down menus (more maneuverable)

• Real-time data entry; data input easier and more accurate

• Summaries specific to individual patients

• Easier/more tailoring options for reporting functions

• Provides billing documentation

• Includes patient perspectives on navigation services



“A Tool to Improve Evaluation of Patient 

Navigation Services in Underserved Populations” 
(PI:  Burhansstipanov, 1R43 MD011350-01) 

• Linda Burhansstipanov, MSPH, DrPH (CO)

• Linda U. Krebs, RN, PhD, AOCN, FAAN (CO)

• Sheikh Iqbal Ahamed, PhD, Ubitrix (WI)

• Mark Dignan, PhD (KY)

• Lisa Harjo, MEd (CO)

• Corrie Santos, PhD (MN)



Research Question

• “Can an existing online patient navigation 

documentation and evaluation program be modified to 

create an easy to use tablet app that can track a PN’s 

activities with cancer survivors, function in multiple 

settings, and produce data that can be used for the 

Commission on Cancer and other appropriate 

navigation accreditation?”



Project Mechanisms

• Expert Advisory Panel

• Patient Navigation Advisory Committee

• Informant Interviews (administrators, supervisors, PNs)

• PN Focus Group

• Usability Tests (3)

– Supervisors/Administrators

– PNs

– App Developers/Tech Experts



Aims

• Aim 1: Gather input from an Expert Advisory Panel, a 

Patient Navigator Advisory Committee, key informant 

interviews, and a focus group

• Aim 2: Conduct 3 usability tests to determine ease-of-

use, comprehensiveness, effectiveness, and 

usefulness of the fully functioning tablet app for patient 

navigation documentation and evaluation



Aims (cont’d)

• Aim 3: Based upon Expert Advisory Panel consensus 

and Patient Navigator Advisory Committee guidance, 

determine the feasibility of the tablet app for expansion 

in Phase II

– All benchmarks attained (related to each project activity)

– Pricing recommendations



START

Three Components of the Patient Navigation Evaluation Tablet App
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PN Actions (direct data 

load)

3. Phase of Cancer 

Care

4. Patient Intake

5. Communication

9. Paperwork

10. Referrals / 

Appointments

11. Satisfaction with 

care

12. Timeliness

13. Other

7. Barriers / 

Solutions

8. Education

6. Tracking 

Interactions

Review existing patient 

or create “new” patient

C. Professionalism

G. Education

D. Patient Load

E. Interval / Pt care

F.  Referral

H. Communication

I. Planning

J. Implementation

K. Evaluation

Evaluation of  Individual PN (or 

group of PNs) [reports]

L.  Other (tailored)

Evaluation of Navigation Program

[reports] 

III. Patient 

Experience (AONN)

VI. Interval

IV. Clinic Outcomes 

(AONN)

V. Return on 

Investment (AONN)

VII. Phase 

(Survivorship)

IX. Referral / 

Appointments

IX.  Other

XI. Research

Quality / 

Performance 

Improvement

VIII. Barriers / 

Solutions

X. Budget

PN info and characteristics 

(e.g., race, languages, 

culture, certificates, 

continuing educ, academic 

degrees)





Phase I Outcomes

• Project took longer than expected

• Benchmarks – all met

• Pricing 

– Annual licensing fee

– Annual subscription plan (sliding scale based on number of users)

– Monthly support service

• Usability Tests results 

– UT 1 & 2 – usable, efficient, comprehensive + additional 
comments/suggestions for Phase II 

– UT 3 - no concerns about technology or ability to be fully functional



Phase II Plans

• Content for the full cancer continuum

• Changes based on guidance for Phase I Aims 1 and 2 

(buttons, new features)

• Multiple templates for report functions and customizing 

the app to individual settings

• Interface with EHRs (e.g., Epic, Cerner, RPMD)

• Develop for Android operating system



Phase II Goal

• To expand, enhance, implement, and evaluate the 

current Phase I patient navigation evaluation app to 

create an easy-to-use, fully functioning app that 

addresses the full cancer continuum and can be 

tailored to meet the needs and reporting requirements 

of an individual patient navigation program and 

includes a tutorial, website, and helpline. 



Phase II Aims

• Aim 1.  Develop an expanded app that incorporates all 
phases of the cancer continuum (outreach through end-
of-life) in iOS programming and can be tailored for an 
individual navigation program 

• Aim 2. Develop, implement, and evaluate (a) an app 
tutorial (hard copy and video), (b) app user guide, and 
(c) a website and phone support protocol and program 

• Aim 3. Conduct usability interviews on the fully 
functioning app including its content, functions, and 
support materials and protocols 



Status

• Phase II application 

submitted

• Awaiting funding 

results

• If not funded, will 

pursue other options 

for development

Questions?

Thank You!


