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Overview | CMS Innovation Center Statute

“The purpose of the [Center] is to test innovative payment and service 

delivery models to reduce program expenditures…while preserving or 

enhancing the quality of care furnished to individuals under such titles”

Three scenarios for success:

1. Quality improves; cost neutral

2. Quality neutral; cost reduced

3. Quality improves; cost reduced (best case)

A model that meets one of these three criteria (and other statutory 

prerequisites), can be expanded in duration and scope through rulemaking 
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Model Purpose and Overview
The GUIDE Model will test whether a comprehensive package of care coordination and management, caregiver support and education, and 

respite services can improve quality of life for people with dementia and their caregivers while delaying avoidable long-term nursing 
home care and enabling more people to remain at home through end of life.

Respite Services

A subset of beneficiaries in the 

model will be eligible to receive 

payment for respite services with 

no cost sharing, up to a cap of 

$2,500 per year. These services 

may be provided to beneficiaries 

in a variety of settings, including 

their personal home, an adult 

day center, and facilities that 

can provide 24-hour care to 

give the caregiver a break from 

caring for the beneficiary.

Caregiver Support 
& Education
GUIDE participants 

will provide a caregiver 

support program, which 

must include caregiver skills 

training, dementia diagnosis 

education, support groups, 

and access to a personal care 

navigator who can help 

problem solve and connect 

the caregiver to services and 

supports. 

Care 
Coordination & 
Management
Beneficiaries will receive 

care from an 

interdisciplinary team that 

will develop and implement 

a comprehensive, person-

centered care plan for 

managing the

beneficiary’s dementia 

and co-occurring 

conditions and provide 

ongoing monitoring and 

support.

Caregiver 

Support & 

Education

Care Coordination 

& Management

Respite 

Services
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Snapshot of Medicare Beneficiaries with Dementia

of Medicare beneficiaries 

over-65 have some form of 

dementia; 60-80% of cases are 

Alzheimer’s

10-20% 57-76%
of beneficiaries with 

dementia (BWD) have 
incomes below 200% of 
the federal poverty line

25%

of BWD are dually eligible 
for Medicaid (compared to 

16% of all Medicare 
beneficiaries)

65%

of BWD live in the 
community (compared to 

98% of beneficiaries without 
dementia); 24% reside in a 
nursing home (compared 
with 1% of beneficiaries 

without dementia)

92%

of BWD have a family 
member or friend acting as a 

caregiver; only 25.5% 
received paid care

95%

of BWD have 1 or more 
chronic conditions 
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Key Health Disparities in the Dementia Space

Gender Race/Ethnicity Income/Neighborhood Geographic Region

2/3 of Americans 

who live with 

Alzheimer’s 

disease and of 

those who 
provide care for 

individuals with 

Alzheimer’s 

disease are 

women

Compared to white 

individuals, Black & 

Hispanic individuals 

are 2x more likely to 

be underdiagnosed, 
and American Indian 

& Alaska Native 

individuals have 2x 

the rate of dementia 

diagnosis

Individuals with high 

area-level deprivation 

and individuals with 

high individual-level 

deprivation were more 
than 3x more likely to 

be diagnosed with 

dementia than their 

low-deprivation 

counterparts

Dementia accounts for 

up to 30% of the 

difference in non-

metro area reduced 

life expectancy 
(compared to metro 

area), and rural areas 

are more likely to have 

underdiagnosis and 

delayed diagnoses
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The GUIDE Model is an 8-year voluntary model offered in all states, D.C., and U.S. territories. The Model Performance Period will begin on July 1, 

2024, and end on June 30, 2032. 
 

Scope and Duration

Nov. 15 2023 

- Jan. 30 2024

July 2024-

June 2025

July ‘25-

June ‘26

July ‘26-

June ‘27

July ‘27-

June ‘28

July ‘28-

June ‘29

July ‘29-

June ‘30

July ‘30-

June ‘31

July ‘31-

June ‘32

Established 

Program Track

Application 

Period

Performance Year 

(PY) 1

PY 2 PY 3 PY 4 PY 5 PY 6 PY 7 PY 8

New Program 

Track

Application 

Period

Pre-Implementation 

(PI) Period

PY 1 PY 2 PY 3 PY 4 PY 5 PY 6 PY 7

Model Timeline

Established Program Track and New Program* Track 

The purpose of the two tracks is to allow established programs to begin their performance in the model on July 1, 2024, while giving 

organizations that do not currently offer a comprehensive community-based dementia care program, including safety net organizations, 

time and support to develop their program. 

 

*New program development is intended to help increase beneficiary access to specialty dementia care, particularly in underser ved communities.
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96, 25%294, 75%

Established Program Track

New Program Track
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GUIDE Participants by Track 

• 96 established program track participants who began their first Performance Year on July 1, 2024

• 294 new program track participants who will begin their first Performance Year on July 1, 2025  

Total 

Participants:  

390
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GUIDE Participants will Serve Beneficiaries in All 50 States

Geographic Distribution of GUIDE Participants

• GUIDE Participants reported to CMS their service areas by zip code. GUIDE Participants' service areas reach 

all 50 states, plus Washington, D.C.
• 30,000+ zip codes served. 
• The highest number of GUIDE Participants come from California, Florida and Texas.

Key Insights & 

Considerations

GUIDE Participant site located within state

GUIDE Participant site not located within state
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GUIDE Participants: Organization Types

10

10

17

26

32

41

264

Home Health Agency (HHA)

Did not Respond

Other Group Practice/Clinic

Hospice Agency

Health System

Physician Group Practice/Clinic

0 50 100 150 200 250 300

GUIDE Participants by Organization Type
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GUIDE Participants: Populations Served

11

• 32% of service areas (by zip code) represent rural and urban low socio-economic status (SES) communities.
• GUIDE Participants can modify their service area reach over the life of the model, potentially expanding to 

more rural and remote areas. 

Key Insights & 

Considerations

8%

2%

4%

9%

6%

11%

16%

23%

22%

GUIDE Participant Service Area Communities

Multiple Clusters

Very Urban, Diverse, Medium to

High SES

Urban, Black, Low SES

Urban, Diverse, Low to Medium SES

Urban, Hispanic, Low SES

Urban, White/Asian, High SES

Urban/Suburban, White, Medium to

High SES

Rural/Suburban, White, Medium SES

Very Rural, White, Low SES
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CMS Participant Support

Technical Assistance
• Helps GUIDE Participants fulfill their 

responsibilities to CMS

• Active assistance: Webinars, Office 
Hours, Helpdesk 

• Reference Materials: User manuals, 
policy methodology papers, fact 
sheets, tip sheets, checklists and FAQs

Learning Systems
• Helps GUIDE Participants fulfill their 

responsibilities to Medicare 
beneficiaries and their caregivers

• Peer to Peer: Connect site*, peer-led 
webinars and case study sharing

• Expert led: Care Delivery Webinars, 
Toolkits

12

*CMS provides a single platform for participants to access both technical assistance 
materials and expert created learning systems content through the Connect site.
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Model Factsheets

Model Overview Factsheet, Dementia Pathways Infographic, 

Strength in Partnerships Factsheet, and Participant Incentives 

Factsheet may be found on the Model’s website. 

Find Participants

Visit the Model’s web site to identify participating dementia care 

programs 

The GUIDE Model team has a host of resources to support interested organizations. To see the latest 

resources, visit the Model’s website at https://innovation.cms.gov/innovation-models/guide.

Model Resources Publicly Available

Frequently Asked Questions

Please reference the list of FAQs on the Model’s website for 

answers to common questions. 

Model Overview 

Factsheet

Dementia Pathways 

Infographic

https://innovation.cms.gov/media/document/guide-dementia-fs
https://innovation.cms.gov/media/document/guide-dementia-care-journey
https://www.cms.gov/files/document/guide-strength-partners-fs.pdf
https://www.cms.gov/files/document/guide-participant-incentives-fs.pdf
https://www.cms.gov/files/document/guide-participant-incentives-fs.pdf
https://innovation.cms.gov/innovation-models/guide
https://innovation.cms.gov/innovation-models/guide
https://www.cms.gov/priorities/innovation/guide/faqs
https://innovation.cms.gov/media/document/guide-dementia-fs
https://innovation.cms.gov/media/document/guide-dementia-care-journey
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Engaging family caregivers to improve care



CMS REQUIREMENTS 

CMS, 2023
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The GUIDE Model is designed to enhance quality of care 
by improving quality of life for people with dementia and 
reducing burden and strain on their caregivers. 

GUIDE Model
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Family Caregivers are at the Center of Care
OUR THESIS

Physical & 
mental exercise

Hands-on 
care

Medication 
management

Nutrition & 
meal 

security

Financial 
decisions

Household 
maintenance

Monitoring 
symptoms & 

coordination with 
clinical team

Managing 
appointments & 

logistics

proprietary & confidential    2024
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Engaging Family Caregivers to Deliver Better Outcomes
WHAT WE DO

47k members 
served 

21
avg touchpoints

our platform has 
coordinated:

- 15,000 rides

- 30,000 meals    

- 50,000 medication reminders

- 11,000 appointments

- 48,000 posts

- 295,000 hugs

proprietary & confidential    2024



TESTIMONIALS

ianacare is the go-to source of information & support for caregivers

I have recommended it 
to several others 
who have expressed they are 
struggling with caregiving.

My loved one is remote and has 
little need for assistance at this 
time but ianacare is 

equipping me with 
useful information, so I 
am prepared when they do 
need more from me as a 
caregiver.

Just knowing there is 

a place to ask 
questions as they 
come up is reassuring. 
Situations constantly change 
and I appreciate that I have a 
place to call that will support me 
during this difficult time.

It’s helpful to know there are 
others going through the same 
thing. It also is nice to have 

one place for care 
information or help 
between multiple caregivers.

My navigator was the best.

She was like family

We just started with the 
service…. However, I am already 
happy with the research the 

team is doing, legwork that 
I would normally have 
to do myself.

Our  Navigator provides 
additional physical, emotional, 
mental support to my daughter 
and myself, which is 

very helpful and stress-
reducing 
in and of itself.

proprietary & confidential    2024



The front-door to unlocking support aligned with GUIDE requirements
OUR PLATFORM
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PROJECT MANAGEMENT 
TOOLS

NAVIGATORSSELF-SERVICE RESOURCES

Community Care Coordination

Medication Management

Comprehensive Assessment

Ongoing Monitoring & Support

Care Plan & Coordination

24/7 Access

+ Navigator-guided Education, Resources, Respite

Caregiver Education & Support

Coordination of Support & Services

Respite
GUIDE 

REQUIREMENT

HOME ASSESSMENT
PARTNERS



Addressing Caregiver Challenges
COMMON BARRIERS TO QUALITY CARE
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Appointment 
Completion

Social Determinants 
of Health

Training & 
Education

Caregiver 
Burnout/Fatigue



Appointments
OUR DATA
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AppointmentsOUR DATA

of appointments facilitated 
by ianacare were non-
urgent clinician visits

These are most commonly missed vs. procedures, 
treatments, and more urgent appointments.
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Respite
OUR DATA
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RespiteOUR DATA
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● “Visit with Fred - allow Kelly to grocery shop/run errands”

● “Break for Stephanie to attend church”

● “Go out with Mary for lunch and a fun activity”

RespiteOUR DATA

proprietary & confidential    2024

Real examples of offers on the ianacare platform:



Navigator Use
OUR DATA
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Navigator UseOUR DATA

proprietary & confidential    2024

FINANCE & LEGAL

MENTAL/EMOTIONAL COPING

CARE MANAGEMENT & PLANNING

REFERRALS TO 
COMMUNITY RESOURCES

Support Caregivers Receive From Navigators

Hands-on care planning
Decisions and tasks like home mods.
Facility searches
Clinical advocacy

Managing family dynamics
Support  for burnout & depression
Practical advice

Advanced care planning
Preparing documents
Budgeting
Understanding insurance

Access to a proprietary database
Vetted local resources
Take on legwork to find right resource



Training & Education
OUR DATA

proprietary & confidential    2024z



Training and EducationOUR DATA

proprietary & confidential    2024

On-Demand Recordings   Expert Content  Live Trainings

In 2023, ianacare conducted

of 
training

9,120 hours



GUIDE Performance-Based Adjustments 
are Tied to Enginging Family Caregivers

CMS REQUIREMENTS 

CMS, 2023
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IMPACT

benefit 

navigation
care recipient 

overall health

care recipient 

mental health

Beneficiary quality of life

ianacare connect patients to the right benefits at the right 
time & drives improvement in care recipient health

proprietary & confidential    2024



ianacare decreases time off, stress, and positively impacts 
caregivers’ own health

32

IMPACT

Caregiver burden

caregiver 

productivity

caregiver

overall health
caregiver feeling 

overwhelmed

proprietary & confidential    2024
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ianacare
partnerships@ianacare.com



Cancer Caregiver Support

Laura Makaroff, DO
Sr. Vice President, Prevention & Survivorship
laura.makaroff@cancer.org

34

October 21, 2024



The American Cancer Society exists because 
the burden of cancer is unacceptably high.



Our Vision: 
End cancer as we know it, for everyone.

Our Mission:
To improve the lives of people with cancer and 
their families through advocacy, research, and 
patient support to ensure everyone has an 
opportunity to prevent, detect, treat, and survive 
cancer.

.



2024 ACS Cancer Statistics Report

The National Burden of Cancer (USA)

Estimated new cases: 

>2M new 
cases/year

Estimated deaths: 

>610,000 new 
deaths/year



Caregiver Support
• Cancer caregiving can be intense, episodic, and challenging

• Approximately 40% of caregivers reported finding caregiving emotionally 

difficult and 12% reported experiencing depression.

• Social support programs to improve coping skills can diminish the negative 

impact

• More information and understanding about the cancer diagnosis and 

treatment plan, support to reduce psychosocial stress, assistance with time off 

work, and assistance with daily household tasks are common caregiver needs

38

Miller, K.D., Nogueira, L., Devasia, T., Mariotto, A.B., Yabroff, K.R., Jemal, A., Kramer, J. and Siegel, R.L. (2022), Cancer treatment and 
survivorship statistics, 2022. CA A Cancer J Clin, 72: 409-436. https://doi.org/10.3322/caac.21731

https://doi.org/10.3322/caac.21731
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Survivor Views
on Medical Debt

40

April 2024



Methodology

1,284n Cancer patients and survivors nationwide

Web-based interviews

March 18 – April 14, 2024

Sample

Mode

Field dates

Survivor Views surveys are conducted among a cohort of cancer patients and survivors who have been treated 
for or diagnosed with cancer within the past seven years. This population includes survivors who may still be 
carrying medical debt they acquired years ago as well as newly diagnosed cancer patients who are only just 
beginning to incur expenses related to their cancer.
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More than half have or expect to have medical debt; 
most often more than $1,000 carried for over a year

47
34

6

13

0

10

20

30

40

50

60

70

Cancer Debt Able to Pay Unsure

Incurred Debt Expect Debt

%

3

49

37

10

2

0 10 20 30 40 50

Unsure

$5,000 or more

$1,000 to $4,999

$500 to $999

Less than $500

35

34

17

14

0 10 20 30 40 50

Over 3 years

1+ years, up to 3
years

6+ to 12 months

Up to 6 months

Incidence of Debt
(N=1,2840)

Amount of Debt
(N=599)

Duration of Debt
(N=599)

%%
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Most had coverage at the time and all income 
levels are impacted

55

24

10

5
12

2

Employer-provided

Medicare

Privately-purchased

Medicaid

Military

Other

No coverage

47 53 56
38 37

0

10

20

30

40

50

60

70%

$35,000
or less

$35,001-
$70,000

$70,001-
$125,000

Over
$125,000

70 65 55
33 23

0

10

20

30

40

50

60

70

Age
45-54

Age
55-64

Age
65-74

Age
75+

Age 
35-44

%

All

Coverage Type When Debt Incurred
(N=599)

Cancer Debt by Age & Income
(N=599)
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More than half saw their credit score affected, 
with cascading impacts

49

25

26

Yes No Unsure

Credit score impacted
(N=599)

%

Unable to put money into savings 60

Mental health was negatively impacted 47

Felt pressured into a medical debt loan product 31

Credit problems and difficulty qualifying for loans 30

Went without adequate healthy food at any point 27

Delayed or skipped medical care to avoid further debt 25

Required to sign up for plan/loan before being treated 21

Considered filing for bankruptcy 18

Were required to pay debt in full before receiving care 14

Avoided provider you owed debt to 12

Became ill because of not seeking care due to debt 10

Impacts of medical debt
(N=599)



Resources

45



Most trusted source for cancer 
information next to a patient's physician 

50+ million annual users

Comprehensive information 
across the continuum 

Content is curated and 
maintained by oncology 
physicians and certified 
nurses

Includes videos, quizzes, 3-D 
animations and illustrations

Information in English and
13 other languages

1000's of downloadable 
patient education pieces

Directs patients to their 
health care team

Provides tools and resources 
for medical professionals

Links patients to our access 
to care programs (i.e., 
lodging and transportation)

Cancer.org





48

Caregivers Clinic Toolkit

cancer.org/hcp

https://www.cancer.org/content/dam/cancer-org/cancer-control/en/booklets-flyers/caregivers-clinic-toolkit-v24.pdf


Thank You

49©2023, American Cancer Society, Inc.
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