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Summary and Wrap Up
April 18, 2024
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Disclosure

The faculty and planners for this educational event have no relevant financial relationship(s) with ineligible companies 
to disclose.

Data Collection

In order to support the growth of the ECHO® movement, Project ECHO® collects participation data for each ECHO® 
program. Data allows Project ECHO® to measure, analyze, and report on the movement’s reach. Data is used in 
reports, on maps and visualizations, for research, for communications and surveys, for data quality assurance 
activities, and for decision-making related to new initiatives.

Evaluation

Please complete program evaluation materials following each session.
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Disclosures



• This is an all share-all learn format; judging is not appropriate

• Respect one another – it is ok to disagree but please do so respectfully

• Participants – introduce yourself prior to speaking

• One person speaks at a time

• Disregard rank/status

• Remain on mute unless speaking and eliminate or reduce environmental distractions to improve 
sound/video quality

• Use video whenever possible; make eye contact with the camera when you are speaking

• Do not disclose protected health information (PHI) or personally identifiable information (PII)
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Ground Rules and Video Teleconferencing Etiquette



• Introduction of Faculty – NHPCO Team

• Didactic Presentation – Faculty

• Case Study Presentation – Faculty 

• Discussion – Session Participants, Faculty, and NHPCO Team

• Key Takeaways – Faculty and NHPCO Team

• Closing Remarks – NHPCO Team
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Today’s Agenda



7

Project ECHO Team

Program Director

Aparna Gupta

Vice President, Quality, NHPCO

Program Lead

Sarah Simmons

Director, Quality, NHPCO

Program Coordinator

Karuna Tamrakar

Program Specialist, Quality, NHPCO

IT Support

Tej Chana

Data Analyst, Quality, NHPCO

Content Expert

Rory Farrand

Vice President, Palliative & Advanced Care, NHPCO

Content Expert

Dana Sohmer

Director, Project ECHO, Alzheimer’s Association

Curriculum Advisor

Doug Pace

Sr. Director, Long-Term and Community-Based Care, 

Alzheimer’s Association
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Session Faculty

Doug Pace

Senior Director of Long-Term & 
Community-Based Care 
Alzheimer's Association

Dana Sohmer

Director, Project ECHO, 

Alzheimer’s Association

Rory Farrand

Vice President, Palliative & Advanced Care 

NHPCO



Didactic Presentation
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A Review: Dementia

Care Practice 

Recommendations 

✔Person-Centered Care

✔Assessment and Care 

Planning

✔Information, Education 

and Support

✔Transitions and 

Coordination

✔Workforce



Person Centered Focus
•

• Know the person 

• Person’s reality

• Meaningful engagement

• Authentic, caring relationship

• Supportive community 

• Evaluation of care practices
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Behaviors and Communication
•

• Social and physical environmental triggers 

• Non-pharmacological practices 

• Investment for implementation

• Protocols

• Evaluation of effectiveness
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Evaluate…and do it again… and again… and again…

For more information visit : 

Institute for Healthcare 

Improvement: ihi.org





Putting it all together

Develop
a plan

&
identify 

your 
target

Create 
short and 
long term 

goals

Include 
staff

Take 
small 
steps

Get help 
if needed

Build 
support 

Celebrate 
success, 
continue 
refining



ASSOCIATION

SUPPORT

24/7 HELPLINE

1.800.272.3900

ALZ.ORG

COMMUNITY RESOURCE FINDER

alz.org/CRF
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Dementia Natural History
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Death

High

Slow Decline Over Time

Low Functional Dependency and Disease-related Complications

Hospice-Eligible
Dependence in 3/6 ADLs (bathing, dressing, 

feeding, continence, ambulation, transferring)

Disease-related complication within 

last 6 months

Disease-related 

Complication. 

Dependent in 

1/6 ADLs

Disease-related 

Complication. 

Dependent in 

2/6 ADLs

Disease-related 

Complication. 

Dependence in 

5/6 ADLs

Disease-related 

complications include, 

but are not limited to:

• UTI

• Sepsis

• Febrile episode

• Delirium

• Pneumonia

• Hip fracture

• Difficulty eating 

or dysphagia

• Dehydration

• Feeding tube (decision)
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Diagnosis Breakdown and Length of Stay
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Comprehensive PCC Assessment



• Black individuals >65yo are 2x as likely to develop Alzheimer's disease and 
Hispanic populations are about 1.5x more likely to develop Alzheimer’s 
disease

• Earlier age of onset on average

• Missed or delayed diagnoses of Alzheimer’s and other dementias are more 
common among Black and Hispanic older adults than among White older 
adults

• Black and Hispanic populations will eventually make up 40% of all patients 
with Alzheimer’s disease in the United States, some statistics state this 
could be as soon as 2030
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Disparities in Alzheimer’s
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Caregiving

11 million 

Americans 

provided
18 billion 

hours of 

unpaid 

care

$339 

billion

Who Are the Alzheimer’s 

Caregivers?
• Two thirds are women and one third are 

daughters
• One in three is age 65 or older
• More than half take care of their parents

• One quarter of dementia caregivers are in 
“sandwich generation” of caregivers

• 41% of caregivers have a household income 
of $50,000 or less

• 66% live with the care recipient in the 

community



• PLWD who live in residential 
or long-term care are more 
likely to experience frequent 
transitions in care

• Individuals with behavioral 
and psychological symptoms 
of dementia (BPSD) have 
high rates of care transitions 
and poorer outcomes

26

Transitions of Care
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Dementia Quality Measurement Set: AAN, APA, and Other Stakeholders 

Important considerations

• Dementia is a syndrome not a disease

• Umbrella term of numerous diseases/disorders that cause 

symptoms cognitive/functional decline

• Dementia is a terminal illness
Many individuals with dementia and their caregivers were not 

told of their diagnosis

Caregiver support is critical

Patients should be routinely assessed for changes in their 

functional abilities

• Safety screening, specifically related to driving, is an important 

assessment point

• Behavior and psychological symptoms are common in dementia, 
and often not appropriately assessed or treated



Guiding an Improved Dementia 

Experience Model (GUIDE)

Goals:

• Focus on dementia care management

• Improve quality of life for people living with 

dementia (PLWD)
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GUIDE to Quality, Reimbursement and Innovation



• The status quo is not working

• Focus on retention instead of turnover

• Consider staff to acuity

• A trained and supported staff will excel

• The leader sets the tone, establishes 

the culture, and impacts quality of care 

and quality of life for residents/clients 

and the staff

• Evaluate systems and progress 

routinely for continuous improvement
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Education for our Workforce



Didactic Presentation Q&A
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Location Poll
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Case Study Presentation: 
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Sue is a young, dynamic 61year old female. She lives at home with her husband Joe, who is 68 years old.

Over the past 10 months, Sue has increasingly been irritable, with short term memory lapses and occasional 
statements that reflect possible hallucinations ("Why is the plumber on our roof?") ("I think we should talk to the 
landlord" - they live in their own house). She was diagnosed with Lewy Body dementia last month by her PCP

Sue has private insurance, while Joe is under Medicare coverage

Sue recently fell, and is complaining of left hip pain, but refuses to see the orthopedic specialist recommended by 
their primary care provider (PCP)

Joe has advanced Chronic Obstructive Pulmonary Disease (COPD, 50-pack year smoking history), on 
supplemental oxygen and recent finding of lung nodules. Joe has been seeing the palliative care team for past 15 
months.
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Situation



- Sue has a past medical history (PMH) of DM 2, weight gain, depression and HTN. She has questionable 
medication adherence, but Joe is often able to convince her to take her medications and manage her blood sugar.

- Sue has a recent foot wound, for which she is provided wound care by the home care nurse

- The home care agency also provides hospice care, so Sue's nurse is often pulled to see other patients at short 
notice.

- Sue does not like it when her nurse reschedules a visit and Sue often reacts negatively, at which time Joe steps in 
with problem solving strategies

- Joe has missed a few medical appointments of his own and is overdue to see his palliative care team. Joe 
verbalizes caregiver fatigue

- Sue and Joe's son lives in California (visits annually for Thanksgiving) and daughter lives in London
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Background



• What assessments would benefit Sue, in order to complete a comprehensive care plan?
o Physical (including mental)
o Psychosocial (food, transportation, utilities)
o Health beliefs
o Health literacy
o Goals of Care Conversations
o Activities of Daily Living (ADL) and Instrumental Activities of Daily Living (IADLs)
o What else?

• Who / which disciplines would be responsible for completing those assessments?

• What assessments need to be done for Joe?
• What comprehensive assessments do they both/ the family benefit from?
• How is Joe's role changing/ will change?
• How can the health insurance issues be navigated?
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Assessment 



Discussion and Recommendations 

36



Discussion and Recommendations
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• Provide as much consistency as possible for Sue as she navigates her trajectory across the dementia lived 
experience

• Management of Sue's chronic disease needs to remain a focus, but the context and intensity of chronic 
disease management may change as her condition progresses

• The PCP remains as the quarterback of the larger healthcare team due to the unique advantage of having 
a longitudinal relationship with the patient family (read as positive trust, communication and the potential for 
collaborative decision making)

• Joe needs support, in his own unique way, for his own unique issues

• Disparities could still be in the backdrop – focus on assessments, ongoing care plan updates and individual 
patient/ family needs

Teamwork....Teamwork...Teamwork....... Patient/ spouse/ children/ friends and other supports/ PCP/ 
interdisciplinary care team/ the broader community around Sue where she lives and was thriving in.



• Dementia is a syndrome with a constellation of symptoms related to cognitive decline; most common cause is Alzheimer's

• Dementia Care Practice Recommendations include 56 based recommendations across 10 areas

• Person centered care involved recognizing and maintaining the self across the disease continuum, including creating 
opportunities to support a sense of self through meaningful relationships, activities and by eliciting values, preferences and 
choice

• When describing the situation of a patient with end stage dementia, paint a detailed picture of the patient to demonstrate the 
changes that occur as they may not be as obvious as large changes in weight or functional status.

• Compared to caregivers of patients with non-dementia related diagnoses, caregivers of patients with dementia-related 
diagnoses have higher levels of stress, are more isolated and have felt a sense of relief after the patient dies

• When caregiving for persons with dementia, literacy, language, and cultural sensitivity are key factors for a successful and 
high-quality experience.

• Prepare and educate persons living with dementia and their family caregivers about common transitions in care

• Provide a thorough orientation and training program for new staff, as well as ongoing training

• Develop systems for collecting and disseminating person-centered information

38

Key Takeaways
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• Your feedback is valuable as we plan upcoming sessions!  Please complete the Project ECHO Best 
Practices in Dementia Care Post-Session Evaluation as well as the final Project ECHO Best Practices 
in Dementia Care Miniseries Evaluation

• Project ECHO sessions are not accredited for continuing education, but we are able to offer a 
confirmation of completion for participants who attend at least five live sessions and complete all 
session evaluations as well as a final miniseries evaluation.  Please reach out to 
projectecho@nhpco.org if you would like a certificate of completion.
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Session Evaluation and Certificate of Completion

https://nhpco1.az1.qualtrics.com/jfe/form/SV_74b1b1R1cxEj5ZQ
https://nhpco1.az1.qualtrics.com/jfe/form/SV_74b1b1R1cxEj5ZQ
https://nhpco1.az1.qualtrics.com/jfe/form/SV_5zP2lJhA7nLxxVY
https://nhpco1.az1.qualtrics.com/jfe/form/SV_5zP2lJhA7nLxxVY
mailto:projectecho@nhpco.org


NHPCO Project ECHO webpage:

https://www.nhpco.org/regulatory-and-quality/quality/projectecho/

For more information:

projectecho@nhpco.org
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Additional Information

https://www.nhpco.org/regulatory-and-quality/quality/projectecho/
mailto:innovation@nhpco.org
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