Alzheimer’s and Other Dementias Revision Workplan
Charter Aim
To update and standardize evidence-based prevention, early detection, and treatment for those living with and at risk for Alzheimer’s Disease and other dementias to prevent and delay progression of these conditions for our community
Charter Purpose
· Defining topic area and scope
· Align with the WA Alzheimer’s State Plan and the Dementia Action Collaborative Working Group 
· Update report with recent evidence on risk reduction across the life span, biomarker testing, nonpharmacological and new drug therapies for Alzheimer’s and dementias
· Develop an implementation plan for age-friendly health systems and geriatric emergency departments to improve cognitive impairment care through team-based approaches and clarify roles across healthcare services and specialties
· Align payor coverage for early detection and intervention, such as through team-based care
· Standardize quality measures for Alzheimer’s and dementias
· Identify ways to expand service access in underserved areas and enhance long-term support for patients, families, and caregivers
· Add other focus areas as necessary
Out of Scope
· Other conditions that cause cognitive dysfunction (e.g., TBI)
· Other conditions commonly associated with aging 


Focus Areas
Major updates noted in the comments or in red
	
	Focus Area
	Patient Perspective
	Operational Details

	1
	Prevention & Delaying Progression	Comment by Beth Bojkov: Integration of modifiable risk factors for dementia in chronic disease prevention and care.
Aggressive treatment of hypertension, diabetes, and hyperlipidemia in midlife and beyond. 
Routine screening and referral for hearing loss and visual impairment; Routine screening and treatment for depression and anxiety
Universal? referral to community programs (physical activity, nutrition, community building)
Community level prevention
Air pollution
Traumatic brain injury
Educational attainment
	
	Current State: While some providers routinely screen for or address modifiable risk factors for dementia, many patients are either unaware of—or unable to act on—these risk factors to prevent or delay progression of dementia. Competing clinical priorities, social drivers of health, therapeutic inertia, and other system-level barriers hinder effective control of blood pressure, diabetes, obesity, and hyperlipidemia, as well as routine screening for hearing and vision loss. These prevention efforts are rarely framed in terms of brain health or dementia risk reduction, and providers may lack clarity about which risk factors have the strongest evidence, how to prioritize prevention across the life course, or how to emphasize risk reduction in the uncertainty of individual brain health outcomes. 
Intermediate Steps: Practices work to integrate dementia risk reduction across chronic disease prevention and management and understand the connection between modifiable risk factors and brain health. Clear guidelines are available on how to counsel patients and their families about risk reduction across the life course, and how to accurately discuss prevention strategies without promising brain health outcomes. 
Optimal Care: 
· The patient has an identified primary care provider
· Dementia risk reduction is embedded into routine chronic disease prevention and healthy aging care, rather than treated as a standalone initiative
· Providers routinely frame management of cardiovascular and metabolic conditions as part of brain health and dementia risk reduction, using consistent, evidence-based messaging
· Prevention efforts recognize reduction of risk across the life course but prioritize midlife and early older adulthood as key timepoints for intervention
· Hearing and vision are routinely assessed and appropriately addressed
· Depression, anxiety and social isolation are proactively identified and addressed through integrated behavioral health, care management, and community partnerships
· Providers feel comfortable discussing dementia risk reduction with patients, including acknowledging uncertainty and emphasizing actions that support overall health and functioning

	
	[bookmark: _Toc493574740]Early Detection & Diagnosis 	Comment by Beth Bojkov: Screening & case detection
Blood based biomarkers use case and framework
	I or my family members have concerns about memory. My care team talks with me about my concerns and helps me understand the cause of any trouble with thinking ability. I know who to contact in case of urgent questions or situations and have thought about the type of care that I would want at different stages of the disease. 
	Current State: While some providers may routinely screen for or discuss cognitive issues with patients, in many cases issues with memory and cognition are only addressed if they are brought up by the patient or family member(s). Once brought up by the patient or family member, issues with memory or cognition may be adequately addressed by the provider. In some cases there may be no clinical follow-up. The provider may be unsure as to screening tools, how to utilize the Medicare Annual Wellness Visit, or next steps and may not feel comfortable discussing cognitive issues due to lack of training and lack of a system-wide protocol for addressing cognitive concerns. Primary care providers may diagnose dementia or may refer to a specialist (i.e., neurologist, geriatric psychiatrist) for diagnosis if one is available within the health care system. Specialty consultation may be unavailable.
Intermediate Steps: Practices work to increase providers’ level of comfort and expertise in diagnosing and discussing a dementia diagnosis, increasing understanding that this diagnosis is within the primary care scope of practice. Clear guidelines are available on how to make the diagnosis using validated tools with the expectation that the provider will truthfully discuss the diagnosis with the patient and family and record the diagnosis in the medical record.  Practices may pilot screening programs with select populations, reporting on lessons learned before implementing wider screening. Primary care providers involve a neurologist or other specialist as needed for consultation and support or for differential diagnosis.  
Optimal Care: 
· The patient has an identified primary care provider. 
· Patient and family members receive coordinated care as part of an interdisciplinary team that has been trained in how to talk about cognitive impairment. This may include support staff in the primary care provider office, specialists such as neurology consultation, and community partners. 
· Family members or other caregivers are included in conversations and feel supported and heard. 
· Primary care providers are clear on the value of early detection and feel comfortable truthfully discussing cognitive issues, understanding the uncertainty that can accompany the diagnosis. Mild cognitive impairment (MCI) or dementia is detected at an early stage. 
· Hearing loss is assessed and appropriately addressed (e.g., hearing aids, personal amplifiers) as hearing loss can complicate identification and treatment. 
· Diagnosis follows a two-stage clear clinical protocol with initial screening through the Medicare Annual Wellness visit or other visit in which cognitive impairment is detected with a brief (<5 minutes), validated tool. Direct observation with consideration of information obtained by family members, friends, or others may also be used. 
· A positive finding is followed by additional evaluation and confirmation of the diagnosis, if needed. Diagnosis follows the Alzheimer’s Association Medicare Annual Wellness Visit Algorithm for Assessment of Cognition outlined in Appendix D and in a Clinical Provider Practice Tool outlined here. 
· The diagnosis conversation and any subsequent conversations follow the Alzheimer’s Association principles for a dignified diagnosis, listed in Appendix E, and includes an advance care planning conversation (see #4). CPT code 99483 (i.e., detailed structural assessment of dementia or Alzheimer’s disease performed by a clinician that cannot be done the same day as an office visit) can be billed for care planning services provided to individuals with cognitive impairment.

	
	[bookmark: _Toc493574741]Ongoing Care and Support/Management	Comment by Beth Bojkov: Integration of Community Supports (specify timepoints?)
APOE genotyping & Anti-Amyloid monoclonal antibodies framework for primary care & specialty care
Team-based care model with caregiver support (e.g., GUIDE model, BOLD model)
Rehabilitation 
	Once I have a diagnosis, I and my family members feel hopeful that we/I can manage my cognitive diagnosis with my care team and family member(s).
	Current State: Patients experience significant variability in the type and number of interventions and support offered after diagnosis and throughout the disease course.  Patients and families are not consistently informed of treatment options, community services, or an answer to the question “I have a diagnosis, what do I do now?” and can feel lost. Providers may be unaware of the supports available in their community or there may be a lack of community support and providers are uncertain as to next steps. 
Intermediate Steps: The practice has a pilot pathway for interventions and supports to offer at different stages throughout the disease process that may not be used for all appropriate patients. Family and caregivers may be part of the initial conversation, but may not feel supported throughout the disease process. 
Optimal Care: 
· Patients are often best supported by a care team framework. The care team may include providers outside of the practice (e.g., specialty care). Patients and family members are included as part of the care team with patient goals and values being incorporated into the type of interventions offered as well as consideration for comorbid conditions. 
· Primary care teams routinely assess complexities of supporting patients with dementia and the needs of family care partners for enhanced support. 
· Dementia care management services (e.g., home health, phone-support, enhanced outpatient management) are offered to patients or caregivers who have been determined to be high-risk. This high-risk group may include patients that have several medical comorbidities, complex medication regiments, behavioral/psychiatric symptoms, and/or history of frequent utilization of acute care services.  Care management services to consider may include: comprehensive in-home assessment by trained health care professionals; collaborative goal-setting between clinicians, care partners and patients; close follow-up and coordination of medical and psychosocial services and routine assessment of needs.
· Providers routinely consider a patient’s dementia diagnosis and comorbid conditions when making decisions to minimize unnecessary or harmful care. Providers appropriately treat conditions that can worsen symptoms or lead to poor outcomes, including depression and existing medical issues.
· The care team is able to maximize functioning to meet patient and family needs at each stage of the disease. 
· Evidence-based interventions (e.g., exercise, diet modification) are suggested upon diagnosis and discussed during any follow-up visits. The care team assess and discusses with the patient and family how to reduce risk of falls, how to optimize function and  mitigate confusion, how to manage medication(s), and how to address driving status and safety (outlined here). 
· The level of support offered depends on patient-factors including complexity, severity, level of caregiver support, and other factors. 
· Neuropsychiatric symptoms (e.g., agitation, psychosis) may be due to social, psychological, or environmental factors and management should be discussed using a shared-decision making approach. Non-pharmacologic approaches are best attempted first; pharmacological therapies are not a first line therapy.
· Patients and families are offered information about available community supports such as through the Alzheimer’s Association and local Area Agency on Aging programs.
· Patient quality of life is maximized through a focus on individuals’ preserved capabilities and identities, access to services that prolong functioning (e.g., speech, occupational, physical therapies hearing aids or personal amplifiers), and continued engagement with social networks and enriching activities, through use of a strengths-based approach. 
· Caregivers are supported and providers assess and note caregiver knowledge, skills, capacity and possible distress at each visit. Caregivers are also connected with resources such as county Family Caregiver Support Programs, which facilitate access to respite care, and support groups, if available. 

	
	[bookmark: _Toc493574742]Advance Care Planning and Palliative Care
	I have had a meaningful conversation with my doctor, including my family member(s), about what I want for end-of-life care. We have written this down into an advance directive that is accessible by my care team and family. I feel confident that my goals of care will be followed. If I need it, I have access to and understand the need for palliative care. 
	Current State: Care given to patients at the end of life varies based on institutional protocol and is not necessarily aligned with patient goals of care. Family and other caregivers may feel burdened in making clinical decisions without having had previous conversations with the patient and feel overwhelmed and unsupported. Patient symptoms (e.g., pain) may not be well-managed or addressed. Non-value added care may be provided, such as mammograms or feeding tube placement in patients with advanced dementia.
Intermediate Steps: Patient and family members have begun to have conversations about goals for care but may not have had these in a clinical setting and have not documented their goals in an advance directive or the advance directive is not accessible to the care team. 
Optimal Care: 
· Patients, providers, family, and other caregivers have had a comprehensive advance care planning conversation in a clinical setting that has been documented in an advance directive as early as possible to maximize the patient’s voice and input. This stipulates specific treatment preferences (if known and applicable to the situation), a durable power of attorney for health care that names a surrogate and indicates the amount of leeway the surrogate should have in decision-making; a written personal statement that articulates the patient’s values and goals regarding end-of-life care; discussion of risks, benefits, and goals for a potential hospitalization; and Physician Orders for Life Sustaining Treatment (POLST). 
· Providers routinely consider patient’s dementia diagnosis and issues of decision-making capacity when making decisions to minimize unnecessary or harmful care and discuss this with the patient and family. 
· The care team has discussed when palliative care and/or hospice might be appropriate. 
· The patient and family know who to contact if symptoms (e.g., pain) develop or worsen and feel confident in their care plan. 

	
	[bookmark: _Toc493574743]Need for Increased Support and/or Higher Levels of Care
	I and my family members have a plan if my cognitive decline and care is more than can be managed safely at home with my current supports.
 




	Current State: For most patients and families there is little information about planning for possible transitions to higher levels of care. Providers and care teams may be unsure as to community supports available to patients and families and not know how to identify proactive steps to take (e.g., additional home support, residential care).
Intermediate Steps: Initial conversations about the diagnosis include information about progression of cognitive decline and changes in functional abilities. Patients and family members are encouraged to start thinking about potential need for higher levels of care at home or in an alternative living situation. Patients and families are connected to community resources that provide education about these care options and understand how to manage behavioral symptoms as much as possible. 
Optimal Care: 
· Patients and family members understand that they may face decisions about the need for increased care, care transitions and/or increased stress and caregiver burden. Patients and families have these conversations early on in the disease, anticipating progression and have a plan if care needs are greater than can be safely managed at home with current supports, such as additional in-home care or services, respite care, or move to a residential facility. 
· From the time of initial diagnosis, patients and family members are connected to community resources that can help plan for future and increasing care needs. 
· Monitoring for progression of cognitive decline, emergence of behavioral symptoms, functional impairment (e.g., activities of daily living), and care-partner/family capacity is part of each primary care visit and communicated to the patient and family members. 
· Planning includes consideration for caregiver stress and capacity, financial and insurance concerns (e.g., long term care coverage), health care considerations, and availability of local residential facilities, paid caregivers, and community resources (such as Meals on Wheels, volunteer chore services, etc.).

	
	[bookmark: _Toc493574744]Preparing for Potential Hospitalization 
	I and my family understand that I may need to receive care from a hospital and have planned ahead for a potential hospital visit. After leaving the hospital, I and my family know our next steps – whether that is continuing to live at home or receiving care at a residential facility – and have enough information to make a decision comfortably. 
	Current Care: Hospitalization or a visit to an emergency room may feel unexpected to patients and family members. Clinicians and hospital staff may be unaware of the dementia diagnosis or any patient communication issues and may be unprepared for preventing patient safety issues such as agitation, delirium or adverse reactions to medications.  At discharge, patients and families may feel unsupported in managing symptoms at home or unsure about transitions to residential care or a rehabilitation facility. 
Intermediate Steps: Patients and families begin to have conversations about how to plan and prepare for a potential hospitalization. Hospitals have plans on how to incorporate relevant personal information (e.g., dementia diagnosis) into the electronic health record (EHR), procedures performed and care provided during the hospitalization (e.g., anesthesia and pain protocols), and how to communicate this diagnosis to staff. Discharge protocols identify family caregivers and take into consideration needs of patients with dementia and how to support patients either being discharged to home or to a residential care facility. 
Optimal Care: 
· Patients and family members have had conversations early on in the disease process to address patient wishes for hospital visits and medical intervention including risks and benefits of hospitalization. This may include using a POLST. 
· Family and other caregivers understand red flags that may necessitate entry into an acute care setting and understand how to implement the previously developed care plan if the patient is unable to express his or her wishes. 
· All treating clinicians and other staff are aware of the dementia diagnosis and understand the patient’s communication ability, ability to hear, behavioral concerns (e.g., agitation, exit seeking, wandering), and other information that the patient may not be able to communicate (e.g., allergies, other reactions to medications, dietary preference). 
· At discharge, the patient and family members are supported whether the patient is going home, to their prior facility, or to a residential care facility. Discharge planners facilitate discharge to the most appropriate location given an assessment of the patient’s current status (which may have changed since hospitalization), care partner or facility’s ability to meet needs, and rehabilitation potential.  
· The hospital team communicates with the facility or caregiver discharge instructions, current medications, and follow-up appointment needs.    

	6
	[bookmark: _Toc493574745]Screening for Delirium Risk 
	In a hospital, my care team asks me questions to see whether confusion and lack of independence will be an issue, especially after surgery. I understand what this might mean for me and my recovery.  
	Current Care: Screening for delirium or incorporation of a patient’s dementia diagnosis into the medical record is not a routine part of hospital care. 
Intermediate Steps: Practices and hospitals may develop a pilot project to incorporate screening for delirium into a specific pre-surgical care pathway (e.g., total joint replacement) with eventual plans to learn from implementation and spread the protocol to all admissions. 
Optimal Care: 
· During hospitalization, all patients 65 years of age or older or with other identifiable risk factors are screened for risk of delirium. Results are incorporated into the medical record and the care team is aware of risk. 
· The patient as well as their family and other caregivers are made aware of the risk of delirium, what symptoms might look and feel like, and what delirium might mean for recovery. 
· Hospitals and providers implement care plans and protocols to minimize risk for delirium and have established plans to respond appropriately when it occurs.




	Month
	Objectives
	Notes

	Mar
	Finalize focus areas and workplan

	Agenda:
· Welcome & Framing (10 min)
· Review Workplan in Detail (20 minutes)
· Discuss and decide on preferred work style (15 min) (may assign to subgroups if that is the direction the workgroup wants to go – we may vote on the design)
· Begin prevention focus area drafting 

	Apr
	Prevention
· Review evidence and draft guidelines for:
· Aggressive treatment of hypertension, diabetes, and hyperlipidemia in midlife and beyond. 
· Routine screening and referral for hearing loss and visual impairment; Routine screening and treatment for depression and anxiety
· Closed-loop referral to community programs (physical activity, nutrition, community building)
· Existing measures/metrics used in VBP in Washington state
	Agenda: 
· Welcome & Framing (10 min)
· Risk factor evidence review: Review of pre-reads (20 min)
· Breakout rooms: goal to review drafted language for prevention and suggested paired measures/metrics (30 min)
· Chronic disease prevention (hypertension, diabetes, hyperlipidemia, obesity)
· Screening and referral for hearing loss/visual impairment; screening and treatment for depression/anxiety
· Community linkages for prevention (social isolation, physical activity, nutrition)
· Share Out & Revise (25 min)
· Closing (5 min)
Deliverables:
· Draft guidelines for Prevention focus area
Pre-reads
· Lancet Commission Report 2024
· WHO Optimizing Brain Health Across the Lifespan
· ACPM: Community Linkages to Promote Brain Health
· Others??

	May
	Early Detection & Diagnosis
· Review evidence and draft guidelines for:
· Screening and case detection workflow
· Blood-based biomarker framework and use cases
	Agenda:
· Welcome & Framing (10 min) 
· Case detection brief presentations: 	Comment by Beth Bojkov: Dr. Furlong as well?
· Cognition in Primary Care (Dr. Gaster) (10 min)
· Optum (Dr. Levine) (10 min)
· Review and Revise Case Updates to Detection & Diagnosis Guidelines (30 min)
· Review and Revise Blood-based biomarker framework and use cases (25 min)
· Close (5 min)
Deliverables
· Updated guidelines for case detection, diagnosis, and education
· Framework to guide clinical decision-making and payor coverage of blood based biomarker testing 
Pre-reads
· Nonphysician Care Providers Can Help to Increase Detection of Cognitive Impairment and Encourage Diagnostic Evaluation for Dementia in Community and Residential Care Settings
· KAER toolkit for brain health
· CMS payor coverage of blood-based biomarkers; Medicare Annual Wellness Visit coverage
· Alz Association Blood Based Biomarkers guidelines
· Others?

	Jun
	Early Detection & Diagnosis
+ Ongoing Care, Support and Management
· Finalize blood-based biomarker framework 
· Review evidence and draft guidelines for:
· APOE genotyping and AMA (mAb) eligibility, use, diagnostics, ARIA monitoring, and operational framework across primary and specialty care
	Agenda
· Welcome & Framing (10 min) 
· Revisit and finalize blood-based biomarker framework (10 min)
· Review of pre-reads: (25 min)
· APOE genotyping and AMA (mAb) eligibility, use, diagnostics, ARIA monitoring, and operational framework across primary and specialty care) (40 min)
· Closing (5 min)
Deliverables
· Guidelines to provide framework for appropriate use and management of patients eligible for or requesting APOE genotyping/AMAs in current Washington clinical context
Pre-reads
· Apolipoprotein E Genetic Testing in a New Age of Alzheimer’s Disease Clinical Practice
· Appropriate Use Criteria AMAs
· A Framework for the Administration of Anti-amyloid Monoclonal Antibody Treatments in Early-Stage Alzheimer’s Disease - PMC
· Others?

	Jul
	Ongoing Care, Support and Management
· Review evidence and draft guidelines for:
· Team-based model with caregiver support (GUIDE/BOLD)
· Community Supports Integration
	Agenda
· Welcome & Framing (10 min)
· Team-based models of care
· GUIDE model demonstration site presentation (15 min)
· Pre-read review (25 min)
· Team-based models of care and community support integration guidelines (35 min) 
· Closing (5 min)
Deliverables
· Guidelines for system level support of caregivers, linkage to community resources, and evidence-informed care models
Pre-reads
· GUIDE Model Overview Fact Sheet
· Dementia care navigation: A systematic review on different models and their prevalence
· Evidence-based Nonpharmacological Practices to Address Behavioral and Psychological Symptoms of Dementia

	Aug
	Minor Updates
· Advance Care Planning and Palliative Care
· Higher Levels of Care Needs
· Preparing for Hospitalization
· Screening for Delirium
	Agenda
· Welcome & Framing (10 min)
· Review minor updates (75 min)
· Closing (5 min)
Deliverables
· Finalized sections for advance care planning and palliative care, higher levels of care needs, preparing for hospitalization, and screening for delirium
Pre-reads: 
TBD

	Sep
	First Draft Finalization
· Finalize first draft report and guidelines
· Draft dissemination plan
	Agenda
· TBD
Deliverables
· Final first draft of report and guidelines
· Draft dissemination plan
Prereads: 
TBD

	Oct
	Implementation and Evaluation
· Review and edit implementation checklists
· Review and provide feedback on evaluation subcommittee materials
	Agenda
· Welcome (5 min)
· Implementation Checklists (40 min)
· Evaluation Framework and Theory of Change (40 min)
· Closing (5 min)
Deliverables
· Checklists for 3 audiences
· Updated evaluation framework and theory of change 
Pre-reads:
TBD

	Nov
	Public Comment Review and Finalization
	Agenda
· Welcome (5 min)
· Public Comment Review (TBD)
· Final edits/finalization (TBD)
· Final Dissemination plan review (10 min)
· Closing (5 min)





Evaluation Subcommittee: 
· Objectives
· Develop theory of change for the report and guidelines: example
· Develop evaluation framework: example
· Members
· Karie Nicholas
· TBD
Deliverables
· Final Report and Guidelines 
· Deadline: 12/31/2026
· Required Components
· Executive Summary
· Guidelines	Comment by Beth Bojkov: minimum, intermediate, advanced 
· Persons with Memory Loss and Family Members
· Primary Care Practices and Systems (including Primary Care Providers)
· Residential Facilities
· Hospitals
· Health Plans
· Employers
· State Agencies
· HCA
· DOH
· Others as determined by workgroup
· Measurement
· Recommended system-level metrics/measures used in quality monitoring
· Other details as recommended by the eval subcommittee
· Background
· Epidemiological data regarding alzheimers disease and other dementias in WA state
· Supportive text or evidence review for guidelines
· Evidence Review 
· List of systematic reviews and national guidelines reviewed by the workgroup
· Appendices 
· Workgroup Charter
· Bree Collaborative members
· Others as relevant to the guidelines
· Implementation Checklists (3 end users)
· Deadline: 12/31/2026
· Each checklist tool with have breakdown of all guidelines under specific stakeholders into level of difficulty to implement (1, 2, 3)
· Evaluation Framework
· Deadline: 2/28/2027
· Theory of Change
· Deadline: 12/31/2026

