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M. Zuendel  |  2-3-2023
Hello, my name is Mike Zuendel, I am 68 years old and I am diagnosed with mild cognitive impairment due to Alzheimer’s disease.

I have been receiving the FDA approved drug Aducanumad, now known as Aduhelm, for the last 17 months to treat my mild cognitive impairment. This is the drug that Medicare denied coverage of because Medicare deemed it to be ineffective. 

Before I started treatment with Aduhelm my brain scan showed “multiple areas in all 4 lobes of my brain with a pathologic accumulation of beta amyloid.” 

My results from my Aduhelm treatment have been quite successful.

My most recent brain scans howed that the amyloid accumulation in two lobes of my brain is now gone…… and a very minimal amyloid accumulation is present in the other two lobes.

My doctors were quite pleased with these results but they were not surprised as they have seen this in many other patients.

These successful results were from the drug that Medicare did not believe would work. My cognition has not declined and in several areas has improved without any harmful side effects….. I look forward to defeating Alzheimer’s.

Recently a new drug named Lecanemab was approved by the FDA for treatment of mild Alzheimer’s disease. It is calculated this drug could slow down the disease for two years or maybe longer. Lecanemab is confirmed to have better results and safety profile than Aduhelm, my current drug.

However, Medicare has already indicated strongly that they do not want to approve this drug. Medicare seems to have decided to ignore the FDA approval once again.

What does that mean to those with mild Alzheimer’s?  It has been carefully calculated that every two years 1,460,000 persons will slip from mild impairment into that unrecoverable abyss….. into the Hell of moderate and severe Alzheimer’s leading to a horrible untreatable death.

Medicare knows this and they know they could help those 1,460,000 people or they could leave them with absolutely no chance or hope.

During those next two years many new drugs and treatments will likely be available…. but only for those who have fought off this disease during that two year period.

Please tell Medicare to not steal these next two years. The families of those 1,460,000 are pleading with Medicare to do the right thing this time.

We need your help.

Thank you for hearing my comments.



M. Sharp  |  2-2-2023
Hello. Thank you for this opportunity to provide input from the perspective of FTD. I am the Advocacy Manager for the Association for Frontotemporal Degeneration. I will offer some thoughts about Advanced Care Planning in FTD but first I want to express AFTD’s thanks for all the work and time that went into last spring’s 2022 ADRD research summit. In addition to the important recommendations that come out of the summit, it also provided a rare opportunity for stakeholders to engage with and learn about current research in the related dementias. The importance of early and accurate diagnosis was a common theme that resonated with FTD stakeholders. The challenges to accurate diagnosis of FTD are prodigious, and an impediment to most of the FTD recommendations from the 2022 summit. For instance, difficulty in diagnosis confounds efforts to understand FTD epidemiology and genetics, especially in diverse or under-served populations and complicates the development of new clinical trial resources and FTD-specific designs.

Delayed and inaccurate diagnosis also has a huge impact on clinical care and advanced care planning. The importance of advanced care planning is not emphasized enough for people diagnosed with frontotemporal degeneration. As with all forms of dementia, care planning in FTD should be started as soon as possible once a confident diagnosis is made to ensure the participation of the person diagnosed as much as is possible. In FTD this is complicated by how long it can take to be diagnosed. On average, it takes 3.6 years to get an accurate diagnosis, by which point some people with FTD can be significantly impaired. If anosognosia is among an individual’s clinical symptoms, and the person with FTD cannot acknowledge or even realize their symptomatic behaviors then care planning becomes even more problematic, if not downright impossible.

In other cases, when the diagnosis is primary progressive aphasia, and language and communication is affected, people may not even be informed that they have a neurodegenerative disease for which care planning is necessary. Instead, people with PPA may be treated as if they have stroke aphasia and be prescribed rehabilitative services that do not address the progressive course of their disease.

In general, advanced care planning can be immensely valuable for people with FTD as it is for other forms of dementia. However, there are special considerations in FTD that must be addressed in order to improve clinical care and care planning for people with FTD.


A. Lam  |  2-2-2023
On behalf of the Physicians Committee for Responsible Medicine, a nonprofit health advocacy organization based in Washington, D.C. representing over 17,000 physician members, thank you for the opportunity to comment during today’s meeting.

We are encouraged by the continued progress made in NAPA research, which includes priorities in postmortem and biospecimen analyses, utilization of cell cultures and human tissue models, and human data resources. As we’ve heard today, these methods can investigate the relationship between social and structural determinants of health (S/SDOH) and Alzheimer’s Disease and Alzheimer’s Disease Related Dementias (AD/ADRD) biomarkers, cognitive impairment, and health disparities. Programs such as Accelerating Medicines Partnership Program for Alzheimer’s Disease (AMP-AD) have shaped research analyses to improve our understanding of disease progression and the safety of novel interventions. We also applaud the development of the Center for Alzheimer’s and Related Dementia (CARD) with its human-based programs and training opportunities.

As the AD/ADRD field further develops its competency in utilizing human-based and demographically diverse data sets and research approaches, we urge NAPA to stimulate further collaborations within NIH’s Institutions and Centers to improve human-based research tools and training support. We would like to see increased and sustained commitments to programs in conjunction with the National Center for Advancing Translational Sciences and the AD-Resource Centers for Minority Aging Research. In doing so, more trainees can be supported and opportunities for retraining more established researchers can be provided to develop competencies in using S/SDOH metrics and engagement methods. This would further promote research to understanding interactions between molecular mechanisms and the vast range of structural and social risk factors contributing to AD/ADRD. We cannot stress enough that the essential nature of NAPA research priorities and funding must aim to rebuild trust and foster collaborative, reciprocal, and culturally competent partnerships among researchers and community members.


M. Estrade  |  2-1-2023
Good afternoon and thank you for this opportunity to introduce this ministry that I am blessed to work in.
I’m the Founder of Catholic Aging and the author of The Peace with Dementia Rosary. This is a mission-driven business based in New Orleans and endorsed by Archbishop Gregory Aymond. While headquartered in Louisiana, our reach is throughout the U.S. and into Canada. I hold a Masters in Gerontology and have been educating, and facilitating caregiver support groups in my local community since 2015.

Catholic Aging aims to accompany families utilizing not only practical caregiving strategies, but also the teachings and traditions of the Church from our past 2,000 years. We explore redemptive suffering, caregiving with the virtues as taught by St. Thomas Aquinas, and the importance of prayer and the Sacraments. The ministry seeks to be Christ-like and serve all persons, whether they consider themselves Catholic or not.

At CatholicAging.com, visitors will find free articles, videos, and audio that discuss our faith and dementia. They can also access signed copies of TPwDR  in paperback, prayer cards, and more. Through the kindness of volunteers across North America, we are developing a network of parish support groups and we give talks at parish and diocese events. In 2022, we spoke in the Diocese of Baton Rouge and at the Annual Respect Life Convention in St. Louis. In 2022, we also commissioned and completed a sacred painting specific to dementia that is now a prayer card. It features The Blessed Virgin Mary, St. John (Patron Saint of caregiving), St. Dymphna (Patron Saint of those with brain disorders), and St. Raphael (Patron Saint of healing and of travelers).

The ministry is also preparing to educate Priests, Deacons, and Religious on the basics of dementia to bolster pastoral care and empower parish ministries.

For More Information:

· Book: The Peace with Dementia Rosary: Education, Intentions, Community www.DementiaRosary.com/store 

· Website: www.CatholicAging.com 

Thank you for this opportunity to inform NAPA and the public about this ministry. Thank you for your work with NAPA!



J. Taylor  |  1-31-2023
Good afternoon.  I am the president and CEO of Voices of Alzheimer's and this is my wife who has been living with the disease for over ten years.

I am here today to express my profound concern for decades of great advances in Alzheimer's research that are being lost because FDA-approved treatments are not being made available to patients.

Despite the significant strides that are being made in understanding and potentially mitigating the disease, the lack of access to new disease modifying therapies is a tragedy for those who are currently suffering, as well as for their caregivers and families. 

It is also a waste of the tremendous investment that has been made in Alzheimer's research over the years.

We all recognize that the road from promising research to available treatments is a long and difficult one, and that the process is hindered by a number of obstacles, including a lack of clinical trial participants, a lack of coordination between researchers and a lack of incentives for the private sector to invest in the development of drugs.  

You have sought to address all of these, and the results have been evident in the development of multiple breakthrough treatments that have recently been launched.  We in the community are tremendously grateful for your work and leadership.

However, people with Alzheimer’s did not anticipate that Medicare, in determining how and when treatments are covered, would undo all the work and investment that has come before. 

All of your work, and the work of so many researchers.  

Medicare is now unwaveringly focused on cost-control and cost-effectiveness rather than benefit to patients.

This year we have seen that even when Alzheimer’s treatments are proven to be effective and safe, they will not be covered by Medicare for the vast majority of those entitled to the medication, and only available in a clinical trial which makes it inaccessible to most patients.  

Additionally, the cost benefit analysis for these treatments too often has a narrow focus on specific outcomes, rather than the activities of daily living and the overall quality of life which are most important to patients.  

In doing so, we have abandoned the needs and goals of patients to live well with Alzheimer's and to have more quality time with better cognitive function and independence.

Therefore, we are calling on you to help us in this fight, as you have helped the Alzheimer’s community thus far -- to build the body of research to demonstrate the broader impact of treatments on patient independence, quality of life and overall well-being.  Take back your position as the experts on Alzheimer’s treatment effectiveness and meaningfulness, from a patient-centered perspective.  We need your help to put an end to the efforts of CMS to block access in order to control costs, under the pretense of evidence development.  

The Alzheimer’s patient community is working tirelessly to address the discrimination we are facing from Medicare and ensure that the great advances in Alzheimer's research, your advances, are not wasted and that treatments are available to all patients as soon as possible. 

I urge the NAPA advisory committee to embrace this issue and find ways to ensure that Geri and all people living with Alzheimer’s receive the care and treatment they deserve.



M. Ellenbogen  |  1-31-2023
I have never met Joe Montminy but you are a great advocate for this cause.  I heard your story about suicide yesterday and it is so true.  I have lost many of my friends this way.  The sad part is I had stood on the same floor and mentioned the same thing to NAPA about 10 years ago, and other times, and people had tears in tears in their eyes then also.  The way I see it is we have 3 issues that need to be addressed.  When we get diagnosed, we need to be sent to someone who can help us digest the devastating news we were just given.  Then we need law enforcement to work with us just to find a way to secure the guns.  In my case I pleaded with the Warwick township police and they refused to take the guns when I admitted I was suicidal at that time.  This is such an easy fix but they never cared to address the issue even 7 years later.         

Then you have another option that most do not want to talk about.  We should have the right to die on our own terms as we end up in the lates stages of this disease.  I no longer want to be around at that point and that should be my choice.  I sure hope this time you folks do something because I would sure hate to hear the same thing again in five more years after so many more have died.  Doing all of this will save lives.  I am even surprised the Alzheimer’s Association allowed you to speak about this issue as they always tried to shut my mouth on this subject. 

On another subject, we now have most state dementia plans, including NAPA requesting better education to medical staff, yet I don’t believe anyone has involved the Joint Commission to create an accredit course for hospitals.  Why is that?



J. Ransdell  |  1-22-2023
Thank you for the opportunity to speak with the Council today and for including people with intellectual disabilities (especially those with Down syndrome) in the National Plan. I am the mother of a 48-year-old gentleman who has multiple diagnoses including Down syndrome, Autism and Apraxia. In addition he carries an incorrect diagnosis of Alzheimer’s. It is because of him that I wanted to speak to you today. 

When Matt was 39 years-old, he showed signs of confusion with every-day tasks like teeth brushing and doing his laundry. When we shared our concerns with his neurologist, he immediately stated, “He’s almost 40-years-old and has Down syndrome. He has Alzheimer’s.” 

For too many years I lived with the fear and dread that I would soon lose Matt to a life-ending disease. I spent too much time believing that each birthday, each holiday might be his last. It was an awful way to live -- just waiting for Matt’s condition to worsen and his need for care to become much greater. No parent or sibling should have to live with such fear before it is a reality. We are fortunate because Matt has not exhibited further significant changes that would be expected if that diagnosis were correct. And thankfully, he did not have a medical condition that needed immediate attention and was left undiagnosed.

Since that diagnosis, I’ve met hundreds of families facing that long and painful Alzheimer’s journey. Sadly, I’ve also met many families who have been told their young adult sons or daughters have Alzheimer’s when, in fact, they have Down Syndrome Regression. I have met families who shared that their loved one had a sudden decline in skills and interests, and when seen by their doctor, was not tested for any acute infections, but was given a diagnosis of Alzheimer’s. 

Correctly diagnosing Alzheimer’s disease in an individual with Down syndrome requires a specialized knowledge of this population, and there is a shortage of clinicians who have the requisite skills, knowledge, and experience. Therefore, I encourage you to work with Down syndrome organizations such as the National Down Syndrome Society and the National Task Group on Intellectual Disabilities and Dementia Practices to:

· Support the creation of diagnostic tools that could provide an accurate assessment and evaluation of individuals with Down syndrome who are showing signs of cognitive decline.

· Provide adults with Down syndrome access to adequate clinical care to ensure accurate diagnosis of Alzheimer’s disease. A recent survey of Adult Down Syndrome Specialty Clinics indicated that they could meet the medical care needs of only five percent of adults with Down syndrome.[1]

On behalf of Matt and myself, I thank you again for the opportunity to speak with you today and share the concerns of many families in our country.

NOTE:

1. https://pubmed.ncbi.nlm.nih.gov/33729670/. Specialty clinics for adults with Down syndrome: A clinic survey. Stephanie L Santoro, Ashlee Campbell, Archana Balasubramanian, Kelsey Haugen, Kimberly Schafer, William Mobley.


