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AGENDA

	Topic
	Key Points and/or Decisions Made 

	1. Welcome 
Bill Moss and Porsche Everson
	Bill Moss:
· The ADWG members have provided much information during this process; I appreciate extra effort on the part of participants.
· We are at the midway point of the process.  Review of the project charter.  Required – recommendations on policies and needed responses. 
· Review of agenda. Theme for today is early stage memory loss (regardless of age – not specific to younger onset).
· Encourage participants to engage with subcommittees as appropriate.
Porsche Everson:
· More detailed agenda overview; preview of speakers and presentations.
· Working lunch – guests can take a break and go out for lunch.
· Reminder re: public survey and primary care survey – will share some early results today.
· Public comment period at end of day; interested guests may sign up to speak.

	2. The Healthy Brain Research Network  
Basia Belza, PhD, RN
Lead, Coordinating Center, CDC-Healthy Brain Initiative Research Network, University of Washington
What is the Healthy Brain Research Network (HBRN), and how is it related to the Healthy Brain Initiative? How will it benefit or support people in WA? What is UW’s role and the role of public health agencies with it? How could the HBRN support ADWG efforts? What advice does HBRN have for us? What advice do we have for HBRN?

	· Healthy Brain Research Network – new network, funded by CDC, headquartered at UW.
· Goals of CDC Healthy Brain Research Network:
· Enhance understanding of public perceptions about cognitive health and impairment.
· Build an evidence base for policy.
· Public Health Road Map for State and National Partnerships 2013-2018.
· Focus for their network is to educate and empower.
· 35 action items (outlined in PowerPoint presentation)
· Core functions of public health.
· Healthy Brain Research Network 2015-2019 – UW is coordinating center 
· Four-pronged “Network” approach.  Creating a research agenda; identifying critical issues.
· Potential benefits to WA state
· Dementia friendly communities
· To move on items proposed by ADWG participants
· To position ourselves so that when there are other national/regional movements, they are invited to participate.
· Audience comments/feedback:  
· There is a foundational lack of information and awareness not only among people who serve this population but also among the general public.  Network needs to shine a light on what is being done.  Also a huge need for data and measures to quantify the scope and scale of the problem.
· Raising awareness and reducing stigma
· Dissemination of information about current resources
· What capacity exists to assist research and is it WA-specific?  Answer: there is a small amount of money.  They leverage their partnerships to apply for funding.
· Research is important.  What are the paths to refer to research programs?  Where are participants coming from?  Answer:  Not known at this time.
· What about providers, who need to be better informed and better prepared?  Answer: HBRN focus is primarily on trainees and on providers already working in public health (focus is on public health departments).
· Are you coordinating with the Hearing Sciences Dept at UW?  Answer: Not yet, only two months into the project.
· Do projects you work on have to have a clinical research component?  Answer:  Not necessarily.
· There appears to be overlap between the charge of the HBRN and the ADWG’s public awareness subcommittee; further discussion is warranted. 
· When working with trainees, is it the whole practice team?  Answer: Yes.
· HBRN would welcome input from ADWG as to how best to meet its goals and how it can support the work of the ADWG.

	3. Early Stage Supports for People with Alzheimer’s  Rebecca Logsdon, PhD; Myriam Marquez; Robert Wellington; Amy Shives
What does the research say about early stage supports for people with Alzheimer’s? What do people and their families need when first diagnosed? What are model support services that work to address these needs? What are the greatest challenges facing this population? What are opportunities for improved impact? 
Consumer input: What does a person receiving a diagnosis most need to know at first? What services or supports were available to you (in your community)? What did you really want/need that you couldn’t find? 

	Rebecca Logsdon
· Early stage services and what research shows us (evidence based research).
· Why are early stage resources important?
· Both positive and negative aspects to being diagnosed at early stage .
· Positive:
· Initiation of medical treatment 
· Legal and financial planning 
· Early mobilization of support services 
· Negative 
· Anxiety about the future
· Negative stereotypes/stigma
· Changing relationships
· Purpose of early stage supports is to help mitigate some of the negative impacts and positively impact the course of living with the disease.
· Dementia as chronic illness 
· Individuals in early stages with support can help alter course of disease 
· Quality of life 
· Quality of life for older adults with chronic illness: a sense of well-being, satisfaction, accomplishment, receiving good care well needed, accomplishment of desired goals, and experiencing a degree of control over your life.
· We can help people live better quality of life.
· Research Questions: 
· How can we measure quality of life in individuals with early stage dementia? 
· First step is to ask people living with dementia 
· Quality of life with dementia – published measure: structured interview with diagnosed individual and caregiver questionnaire with 13 items 
· Funded by national Alzheimer’s Association in 1999 
· Longitudinal study where 155 people who we asked questions over time 
· Depression
· Functioning and ability to do things over time 
· Enjoyable- having things enjoyable to do in daily life 
· Finding 
· Higher depression and less productivity in PWD 
· Higher depression, memory problems, and physical mobility issues
· Mood, mobility, caregiver burden, memory and functioning 
· Treatment implications 
· Social and activities of daily living functions
· Treat depression, increase enjoyment of life
· Improved maintain physical mobility 
· Quality of life Outcomes 
· People who participated in ESML support groups reported increased social support, information, etc. 
· Benefits of Physical activity for individuals with Dementia 
· Improved strength and mobility, decrease behavioral changes, etc. 
· Challenges 
· Difficult knowing what to do 
· RDAD treatment Protocol  
· 12-week program that following PWD with various levels of cognitive functioning- 
· people were still exercising more after program compared to those not in program 
· people in program less depressed than people in program 
· Caregiver support study- STAR caregivers 
· 8 week in home caregiver counseling 
· targets behaviors like expression, commutation problem solving, pleasant events 
· findings: treatment group sees a drop in depression, drop in caregiver burden, improvement in quality of life for Person being cared for 
· Future directions in ESML programming – what can we use as evidence to inform? 
· Using support groups and counseling (best research support) 
· Family couple counseling
· Social emotional support groups 
· Cognitive behavior therapy 
· Physical activity (mixed results) 
· Cognitive rehabilitation programs (mixed results) 
· Some support but whether it is sustained over time is questionable 
· Arts programs (qualitative research support and high interest) 
· Art programs 
· Photography
· Choirs 
· Drama
· Storytelling 
· Intergenerational programs (beginning to accumulate qualitative support) 
· Partnering dementia patients and medical students 
· Day care associated with assisted living benefiting both children and adults 
· Recommendations: 
· Variety of programs 
· Programs need to provide visual aid 
· Individualized as much as possible 
· Make existing programs more accessible to older adults (how can we extend those so people living with ESML to also participate) 
· Create social networks and opportunities to get together in networks and socialize 
· Develop or modify volunteer programs to allow for meaningful engagement 
· Take home message 
· Quality of life as perceived by the PWD does not necessarily decline with memory loss or cognitive decline
· QOL is strongly affected by mood 
· Mood is influenced by pleasant activities, exercise, and social support 
· Family members friends and other caregivers can significantly impact QOL for PWD 
· What is good for PWD is good for caregiver 
Panel Discussion- Questions- 
· What does a person receiving a diagnosis most need to know at first? 
· What services or supports were available to you (in your community)? 
· What did you really want/need that or couldn’t find? 

Bob Wellington
· Basing on his personal experience with Peer to Peer program that pairs PWD who was recently diagnosed up with another person in ESML who has been diagnosed for longer amount of time to talk on phone over time and have the social support 
· What can I expect? What can I look forward to? What behaviors constitute early stage vs. middle stage? 
· Many people do not have a caregiver- Who can help me? 
· Will I be able to do some of the same activities I currently do? What will drop off? 
· When going to doctor, should I get a second opinion after diagnosis? How do I know with certainty? How assertive should I be? 
· Pierce County did not have as many services as King County and had to do some searching to find support groups via Internet. 
· What is available in in-home and out-of-home day care? Who can care for me when caregiver needs respite? 
· Social support and community of any kind in Pierce County
· Looking for neuropsychologist of any kind that socializes in area.

Myriam Marquez
· There is support. Even though there is no cure life can be good. There are a lot of services, activities, people who can care, support, learn how to allow for PWD to care for themselves. 
· Taking advantage of everything that currently exists in area.  (Ex: participate in UW study, National Alzheimer’s study, etc.) 
· Because of background I knew how to be assertive. Physicians weren’t helpful. Learned how to do research on own. Because I live alone, I had to learn how to do things by myself, but has also believe it has allowed for slower decline. Starting to experience noticeable decline (example: communication) 
· Recently moved in to SHAG with a whole community surrounding me. 
· Socialization such as exercise groups 

Amy Shives
· Would need to not be treated poorly. Mistreated with insurance system. Referred out of PCP immediately and sent to neurologists. After being too assertive, misdiagnosed with personality disorder diagnosis. Looked at as person who was trying to get something. Had to battle the diagnosis, illness, and now the system.  
· Need to treat person with respect and who they are. Fight stigma. 
· Participate in any research studies available (ex: UW) 
· Need to continue doing what we are doing to fight the stigma 
· All of the studies involved in are paid for on her own. We need help providing financial support to those involved in studies. 

Q & A for panelists
· Q: What specific kinds of exercise programs are available and may be supported? Does routine exercise help muscle memory? 
· Alzheimer’s association has zoo walk program and UW with NIH funding has RDAD funding to allow for exercise program (extremely important to continue funding and look further into benefits of exercise).
· Any exercise program that we can be involved in is paramount. Anything we can do to slow progression. 
· Dance music programs; yoga programs.
· Q: Where would you most prefer to get information after diagnosis, what would be the best channels? (PCP, neurologist, website, etc.) 
· PCP if they were given the education and training on how to give this information.
· Don’t believe that PCPs will ever give the appropriate information. Hope that PCPs will refer to appropriate neurologist. 
· Hope that the PCP could be the person to give the diagnosis. Someone who can be compassionate and kind. Would hope that the PCP could be trained to this person. 
· Q: Can you touch more on the negativity of the disease. What were your frustrations with PCP and being accused of things? 
· Granted social security early. Think it boils down to fear and having people look at her living a good life and not understanding 
· The variability and uncertainty after having the diagnosis. We need help making sure that everyone is receiving the follow thorough and automatically receiving appropriate referrals in hopes that we can get less variable and more accurate diagnosis.  Then the PCP can continue the follow-up and make sure the process is streamline and complete. 
· Genetic testing was very costly and had to pay a great amount of money for early testing. 
· PET scan was what gave definitive diagnosis & was extremely costly.

	4. Working Lunch: Table Discussions and Report-Outs
What should people be able to expect from their medical provider/community at diagnosis? What other supports/services would be most valuable in the early stages after receiving a diagnosis?
	· Family Caregiver:  When husband was diagnosed, they got sent to the neuropsych who made the diagnosis.  What they got was “I’m sorry this is your diagnosis,”  and then nothing.  There weren’t referrals or “What you need to do now” components in the experience.  
· We have to make sure that age is not a requirement for support services.
· Q: Are there expectations within performance parts of provider contracts for followup?  A:  None known.
· Providers respond well to protocols.  We should create a one-page protocol for providers.  Create a baseline.
· There is a need for cultural competency on the part of providers. 
· Moving primary care providers to a care team model -- think about what you would want from a team, including from front desk and medical assistants.  Patient-centered focus; experience of the patient in the office/clinical setting.  Basic tenets need to be in place across the primary care setting.  Referrals don’t need to be initiated by a physician.
· Need to reach into public health departments, hospitals, etc.  
· The biggest barrier to that happening is the “doctor is god’ mentality plus money – payment system is based on an encounter with a provider.  No incentive for other team members.  System needs to change to reflect payment for things like patient experience/satisfaction rather than just being seen by a provider.  The plan needs to include language like “care team” and “patient experience”.

	5.  Subcommittee Reports
· Public Awareness, Outreach & Education – Marty Richards
· Public Health & Community Readiness – Luisa Parada Estrada
· Health & Medical Care Practices, Systems,  & Research – Kristoffer Rhoads
· Long Term Supports & Services – Bob Le Roy

In your subcommittee focus area, what are the greatest needs of people with AD/dementia? What resources are available now to meet the needs in WA? What opportunities are available to build upon? What are the weaknesses or gaps?
What questions and/or advice does the group have for each of the subcommittees?

	Public Awareness – Marty Richards
· Reducing stigma and fear.  Message of hope.  Ways to educate people about the impacts of the disease.  Important in WA is to have special emphasis on populations disproportionately affected by dementia (AAs, etc).
· Help make dementia capable communities, including in rural areas.
· Needs:  decrease stigma; understanding that dementia affects all ages; it’s a family/community issue; there are different needs for people at different stages of the disease; the voice of the person with dementia needs to be heard; voice of care partners; options for assistance post-dx need to be offered; message of hope for what people can do in the face of dx; info about illness needs to be presented to people pre-need; people need to know they aren’t alone and that support is available.
· There are many groups that need to be educated.  Public servants, first responders, consumer service providers, communities of faith, employers.
· Messaging needs to be culturally sensitive.
· Broader perspective; it’s a public health issue, not just an aging issue.
· Those with dementia are vulnerable to abuse and fraud.
· Many resources and services provided but people don’t know about them – one-stop-shopping approach.
· Be mindful of urban/rural differences.
· Need for public and private partnerships.
· “Navigators” who walk with people through the process.
· Tap into services groups such as rotary or Kiwanis.
· Many more gaps – there is a tendency by many to dismiss symptoms of dementia.  People may discount the dx when someone is ‘doing well’ (related to stigma).
· Single-stop website for the state.
· Putting a face on dementia via media campaigns and positive stories.
· Reach out to lawmakers and decision makers in government.
Public Health & Community Readiness – Luisa Parada Estrada
· Focus is to prepare communities for significant growth in PWDs.
· What does pubic health look like in WA – not all states are the same.
· Needs: promoting health; what’s good for the body is good for the brain; social media campaigns around brain health; caregiver health support; early detection and dx; advanced care planning; safety protections; adult protective services (partnership); community readiness (age wave) – understanding what is needed – dementia friendly communities/ neighborhoods; emergency planning.
· Identifying resources:  family care support program, COPES, faith-based, workplace support.  Dementia capable systems grant w/ DSHS; community health worker program at Dept of Health; Affordable Care Act opportunities; Healthy Homes; dual eligibles project.
· Healthcare professionals – early detection training and continuing education.
· Weaknesses/gaps: lack of public health engagement at state/local level; better surveillance data needed; lack of priority around death rates due to dementia (families don’t want to go there on the death certificate); lack of clear public messaging around dementia; no one place where people can go (one-stop portal); lack of advance care planning; need increased awareness of vulnerability issues; no coordinated effort to train first responders; lack of culturally appropriate services; barriers to getting support and assistance for persons with younger onset dementia; need to get Alzheimer’s into the state public health plan.
· Q:  We are talking about a lot of areas of responsibility – the role of the Alzheimer’s Association (Minnesota state plan) – make sure that the Alzheimer’s Association is given direct responsibility as appropriate.  A:  Partnerships are critical.
Health & Medical Practices – Kris Rhoads
· Guiding principles: must be comprehensive from prevention to palliation; healthcare system has to address caregiver health as well as PWD; has to be culturally and regionally appropriate. 
· Needs;  training for PCPs on best practices, resources, etc; training for patients and caregivers re detection, how to communicate with docs, etc; funding, making sure that provider time is adequately reimbursed; integrating clinical care with research; access to healthcare; how do we take the resources we have and extrapolate into underserved areas; diagnosis and treatment; best practices; communication between providers; care transitions.
· Resources: good clinical models (mostly Seattle); premiere service orgs (Alzheimer’s Association, Alzheimer’s Society, Area Agencies on Aging).
· Opportunities for further expansion – telehealth, best practices.
· Gaps: provider health care; limitations of resources; lack of resources in rural areas; limited awareness of Medicare/Medicaid; lack of providers; insufficient education; no infrastructure for funding and delivering education to providers; rural outreach; funding; lack of care managers/care coordination.
· Q:  When talking about other diseases we don’t see the same issues around standard of care that we see with dementia; holding people accountable for making correct diagnosis; how do we get dementia awareness to the point where appropriate referrals are made like they are with cancer?  A: At Virginia Mason, recognize how dementia affects other diseases.  Make connections; provide the right tools.  Q: How do we get that into the state plan?  A: Good question.
· Q: Hope for Alzheimer’s Act – update on that? A: Currently at a standstill; Medicare reimbursement protocols; it hasn’t moved forward for consideration on the floor and this is the 3rd session in which it will be introduced.   Gaining support.  Key element is record keeping; would require providers to enter all info related to detection, diagnosis or treatment of dementia into patient’s care record.  This is about system change, not individual providers.  Need Medicare to implement requirements around dementia care and detection.  We need to contact legislators and ask them to cosponsor the Hope Act.  
· Q: One page protocol document for providers.  AA has app for clinicians.  A: Providers are hungry for protocols.  Dissemination is the key piece.
· Q: What are realistic expectations from a PCP?  A: We need to be clear about this in the plan; have a ‘road map’ that is consistently applied throughout the industry.
Long Term Services & Supports – Bob Le Roy
· There are a lot of resources but they aren’t available throughout the state; people don’t know about them; and if people did know about them, the resources would be overwhelmed.  All existing resources have capacity issues that are only going to be exacerbated as the need increases.
· Need for a road map for persons with dementia and for their caregivers.
· Geographical barriers – transportation barriers.
· Lack of training and education in provider community.
· Cost of care.  How do we help people pay for the cost of care (esp long term cost of care?)
· There are underutilized resources like hospice; awareness is needed.
· Q: Add “senior centers” as a resource.
· Q: Bob W  - what about cultural concerns?   A: This is part of what the subcommittee is addressing.
· Q:  Baby boomers who are still working and taking care of spouses – possibly losing their jobs.  A:  Workplace impact is significant.

	6. Update on Survey Results
Lynne Korte and Kris Rhoads

What have we learned from the public input survey and the medical/primary care survey? What are some emerging themes from the comments? What advice does the group have regarding how to integrate this information into our work?

	Lynne Korte – Public Survey
· Survey goal: to do survey early on so that results could influence the work.
· Used online platform – people who answered are comparatively ‘connected’ (internet access, etc).
· 2,259 responses, 2/3 from friend or family member of PWD; 46 responses from PWDs.
· Open ended comments - 818 of these.  These have been parsed out to the committees in order to try to minimize the amount of reading committees have to do.  Some comments went to more than 1 committee.  Porsche Everson has pulled out some common themes and called them out.
· Q:  Cross tabbing  the quantitative data?  A: Not yet, want some direction from group first.  We can do this.
· Q:  The five areas that are most important have a common thread: cost to the PWD/family.
· Q:  Suggest that subcommittees discuss how this information would best be disseminated and make a recommendation to the ADWG.  A:  Graphs could be included as an appendix to the ADWG state plan report.  This needs to be a part of the ADWG’s work product.  It demonstrates that the plan recommendations come from more than just this group of experts.
Kris Rhoads  – Provider Survey
· 247 responses: 30% physicians; 24% nurses; 46% other (PA, ARNP, psychologists, etc.)
· 37% in large health systems; 29% in private practice; 34% other (mostly skilled nursing/rehab facilities).
· Responses may be somewhat skewed if respondents are providers who have an interest in/connection to dementia for personal or professional reasons (i.e., survey may have been more likely to be completed by persons who already have an interest).
· Q: How would responses change if broken out by general practitioners vs psychologists/other specialists?  A:  Would probably show a lot of differences.  Cross tabbing would be interesting here as well as with other survey.

	7.  Advance Planning and Legal Supports
Chris Henderson

What happens when a person loses cognitive capacity and doesn’t have advance planning documents in place? How are important decisions made when a person is not capable of making those decisions and has not communicated their wishes in advance? What are the key things a person with AD/dementia should consider in terms of advance planning? What are the legal tools available for advance planning? And barriers to their use?
	· Goal is to give participants the vocabulary to have the conversation with people about advanced planning.
· Vocabulary
· Power of Attorney – private document to manage decisions.
· Guardianship – court appointed relationship to manage decisions; someone’s rights are being taken away and given to a guardian.
· Advance directive/advance medical directive/living will – similar to power of attorney (private document).
· POSLT – Physican’s order on life sustaining treatment.
· Trust – private agreement to manage assets.
· Legal tools
· Surrogate decision maker/conferred authority (guardianship, POA).
· Conferred authority – make decisions on behalf of another adult.  Granted by adult, courts or operation of law.
· POA – principal does not lose the ability to make decisions; principal must have capacity to sign the POA; decisions of the principal ‘trump’; revocable instrument.
· Directions to provider(Advance Directive, POLST).
· Voluntarily transferring control of assets (Trusts).
· Conflicts & problems with no tools or improper use of tools
· Lack of planning – can make it impossible to use the tools that require participation of incapacitated person; difficulty acting quickly; addressing ieeues in crisis increases probability of conflict.
· Multiple plans – instigated by different children.
· Incomplete plans.
· Too much authority invested in too few people.
· Barriers to proper use of tools
· Lack of urgency.
· Expense.
· Lack of knowledge.
· Lack of someone to name as authority.
· Unwillingness to discuss end of life.
· Overcoming barriers
· Q:  Is an attorney under a duty not to assist if they question whether the principal has capacity?  A:  Affirmative duty is not completely clear.  They have a duty not to do this if it’s clear or they definitely know there is a lack of capacity.  
· Q: Does the attorney ask about prior documents?  A:  Yes.
· Q: Difference between elder law and estate planning attorneys?  A: No state certification for elder law attorneys in WA; there is a national academy of elder law attorneys and WA attorneys can get certification that way.
[Table discussion on how to get people to do advance planning]
Comments:
· Part of the road map the group has been talking about needs to be direction to at least the more basic advance planning tools like POAs and advance directive.
· Implement a requirement that anyone receiving state assistance must have advance plans in place.
· Need to raise awareness – clinicians aren’t knowledgeable about this.  Educate them to at least ask the question and refer to resources.
· One-stop-shop website should include all of this information
· If you’re going to be recognized as a patient centered health home, this element needs to be included.  
· Drivers licenses?  AARP?

	8. Public Comment Period
	Diana Thompson – Hearing Loss Association of Washington
· Role of hearing loss needs to be considered in state plan.
· Documents talking about the relationship between hearing loss and dementia have been made available to working group.
· Society for Alzheimer’s Disease in Canada has a statement addressing hearing loss on their website – copies available here.
· Repeated studies have shown that persons with hearing loss have an increased risk of cognitive impairment and dementia compared to hearing persons.
· 50% of persons 75 and older have hearing loss; need to be tested for hearing loss.
· Many characteristics of hearing loss resemble characteristics of dementia
· persons w dementia who can’t hear have a harder time staying engaged and communicative.
· Healthy Brain Initiative doesn’t mention hearing loss.
· Neither Medicare nor Medicaid provide hearing aids.  DSHS doesn’t provide listening devicses nor funds that award living facilities that provide amplification.
· Please increase knowledge of hearing loss.  Please invite a speaker to next meeting to talk about hearing loss.
Christine Seymour – Hearing Loss Association of Washington
· Observation is the first assessment of dementia but symptoms of hearing loss and dementia are similar leading to misdiagnosis.  Plan needs to specifically include recommendation that clinicians test for hearing loss as well as cognitive decline to avoid misdiagnosis.

	9. Wrap-Up and Next Steps

Bill Moss and Porsche Everson

	Porsche Everson
· Individual exercise:  What is the one thing you wish people knew about early stage Alzheimer’s?
       “I wish that ______ knew _________. “
· Please write your response and place on wall before you leave.
· Don’t forget session evaluations.
Bill Moss
· Listening sessions (get schedule from Lynne Korte) – please indicate which one you plan to attend and let Porsche Everson know ASAP.
· If you  see that a scheduled event in a particular community is problematic due to conflicts with local events, let Lynne Korte know  ASAP.
· Thanks to Basia Belza for bringing muffins for the group.



 ACTION ITEMS
	ACTION
	Assignee
	Due Date

	Drill down into survey data and review survey comments; be prepared to discuss in subcommittees.
	All
	Before next round of subcommittee meetings

	Listening sessions (get schedule from Lynne Korte) – please indicate which one you plan to attend and let Porsche Everson know.
	All
	Today preferably, or by February 28

	If you  see that a scheduled listening session in a particular community is problematic due to conflicts with local events, let Lynne Korte know.
	All
	ASAP
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