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About the Alzheimer's Association 
 
The Alzheimer’s Association is the world’s leading voluntary health 
organization in Alzheimer’s care, support and research. 
 
Our mission  
To eliminate Alzheimer’s disease through the advancement of research; to 
provide and enhance care and support for all affected; and to reduce the risk 
of dementia through the promotion of brain health. 
 
Our vision 
A world without Alzheimer’s disease. 
 
The Alzheimer’s Association was founded in 1980 by a group of family 
caregivers and includes the national office in Chicago, the public policy office 
in Washington, D.C., and chapters in local communities across the country. 
 
We are here to help 
The Alzheimer’s Association is a leading source of information, education and 
support for millions of individuals, caregivers and care professionals who face 
dementia every day.  
 
 Our 24/7 Helpline (1.800.272.3900) can help you with a variety of issues, 

including treatments and clinical trials; care strategies; and legal, financial 
and housing decisions.  
 

 Our award-winning website at www.alz.org is a rich resource that helps 
inform and educate our diverse audiences.  
 

 MedicAlert® + Alzheimer’s Association Safe Return® is our 24-hour 
nationwide emergency response service for individuals with Alzheimer’s 
or related dementia that wander or who have a medical emergency.  
 

 Alzheimer’s Association CareSource™ is our online suite of resources that 
will help coordinate assistance from family and friends, locate senior 
housing, receive customized care recommendations and enhance 
caregiving skills. 
 

 The Alzheimer’s Association Green-Field Library, the nation’s largest 
devoted to Alzheimer’s disease and related dementias, provides reference 
and research services.  

 
 
 



 
 

We advocate for change 
The Alzheimer’s Association fights for the interests of people living with the 
disease and their families at all levels of government. Through our advocacy 
efforts, we have helped pass legislation such as the National Alzheimer’s 
Project Act. And we call upon Congress to:  
 
 Increase commitment to Alzheimer’s research funding. 
 Expand Medicare coverage of early detection, diagnosis and care planning. 
 
We’re improving dementia care 
We’re leading the way to ensure that dementia care is safe, respectful and 
meaningful for every individual through our Alzheimer's Association 
Campaign for Quality Residential Care.  
 
As part of our initiative, we established specific recommendations to raise the 
standard of dementia care. In addition, we offer classroom and Web-based 
training based on these recommendations for direct care providers in assisted 
living and nursing homes. 
 
We fund innovative Alzheimer’s research  
The Association has invested more than $279 million in Alzheimer’s research 
and is a catalyst for generating new knowledge about Alzheimer’s disease and 
other dementias. Our research grants program supports investigations into 
understanding the disease and improving the quality of life for people 
affected by it.  
 
The annual Alzheimer’s Association International Conference on Alzheimer’s 
Disease (AAICAD) brings together the greatest minds in dementia research to 
share the latest advances.  
 
Join the cause 
Help us end Alzheimer’s disease. 
 Connect with your local chapter by participating in a support group, 

getting information about care options or attending one of our 
educational workshops. 

 Advocate for those affected by Alzheimer’s and urge legislators to increase 
funding for care, support and research. 

 Become an Alzheimer’s Champion. Help change the course of Alzheimer’s 
disease by taking action. Find out how at www.actionalz.org. 

 Volunteer with us to provide essential services across the country. 
 Participate in Walk to End Alzheimer’s™, the nation’s largest event to raise 

awareness and funds for Alzheimer’s care, support and research. 
 Donate to help fund vital research and care programs. 

http://www.actionalz.org/
http://alz.org/walk
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Tips for a Good Legislative Visit 

How to communicate with legislators and other officials 
 
PLAN YOUR PITCH  
Planning is everything.  Take the time to develop, rework, and refine your stance in advance.  In other 
words, be prepared. 
 
LISTEN 
Let the official express his or her point of view. 
 
BE COURTEOUS 
Even if they vehemently disagree with your cause, they may support one of our priorities in the future. It’s 
important not to burn any bridges.   
 
BE BRIEF 
Get in and out of an official's office quickly. Show that you know how valuable his or 
her time is. 
 
SIMPLICITY 
Keep it simple!  Don't be too technical, too detailed, too complex or too oblique. Get to the point, cover the 
basics and make sure the official understands your main point. 
 
KEEP YOUR GROUP SMALL 
An unwieldy group can make everyone uncomfortable, distract from your message and waste valuable time 
getting set up. Make certain that the group has already decided on a spokesperson and stick with that 
decision. 
 
NEVER TELL A LIE 
Your reputation is everything. You lose your credibility permanently if you lie.  If you don’t know the answer 
to a question, tell them you don’t know, but you’ll find out and then follow up

 

. Be sure to let the D.C. Public 
Policy office know so that we can help.  

DON'T FORGET TO CLOSE 
Always ask for the official's vote or support. 
 
THANK YOU 
Remember to call/send a note to your elected official to remind them of your visit, and thank them for their 
time and support. An example is contained at the end of this section.   
 

Please make sure to enter your meeting report at www.alz.org/congressionalreportform 
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Share your story 

Sharing a personal story can be intimidating for many people, but it truly is what makes an impact on elected officials 
and staff. Below are some tips and tools for how to share your story in a manner that effectively gets your point 
across.   

• Be brief. You have a minute. Literally. You could probably talk about your story for hours on end, and we 
understand that.  But for these purposes, it’s important to get your story down to a minute or less.  Think of it 
as a movie trailer - you want to hook your audience so they want to learn more.   

• Illustrate your point.  Your story needs to relate back to why you are there – the issues you want them to 
act on.  

• Make the ask.  One of the things advocates may forget to do is actually ask the lawmaker for their support 
at the end. Don’t let them off the hook; ask them for a commitment!  

Here’s a guide to help you put your story together. We recommend taking notes and using them to plan your story in 
advance. Rehearse your story a few times in front of a mirror or another advocate to ensure you’re comfortable when 
you reach the lawmaker’s office.  But when you’re there, don’t read your story - tell your story.   

1. Who you are, where do you live, and why you are here.  Be specific. You want them to be able to 
visualize where you’re from.    

a. Example:  “I’m Brendan, I live in Oakton right by the high school and I am here today to ask for 
your support.”   
 

2. What is your relationship to the disease?  Are you a caregiver, someone living with the disease or 
someone who has been affected by it in some way? 

a. Example:  “I spent the last six years caring for my loving wife who was diagnosed with Alzheimer’s 
at age 49.”   
 

3. What is the number one thing they should know about your situation?  Then elaborate on it a little bit
a. Example:  “I watched for six long years as this devastating disease slowly stole the golden years 

of my wife’s life and eventually killed her last year.  It isn’t simple memory loss.  My wife stopped 
recognizing her own grandson, James”. 

.   

 
4. Why is it relevant to the legislation you’re there to talk about?  Explain the legislation and then tie it to 

why you’re there.  If this legislation passes, how could it change the outcome for people in the future? 
a. Example:  “When my wife was diagnosed we were all alone, unable to navigate the monster health 

care system.  This legislation aims to provide people with access to information and resources 
upon diagnosis.  This would have been a great help to us in our battle.”  
 

5. Repeat the ask.   
a. Example:  “Thank you for meeting with us today and listening to my story.  Can I count on your 

support for the Alzheimer’s Breakthrough Act and the HOPE for Alzheimer’s Act so more families 
don’t have to experience what I did?” 
 

6. Complete a visit report.  Go to www.alz.org/congressionalreportform.   
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Ideas for Year-Round Advocacy 

Advocacy as a continuing effort back home truly makes all the difference. Your work shouldn’t be 
something that you do only when you’re in Washington.   
 
Try some of these ideas in coordination with your chapter staff to ensure success. Chapter staff will 
provide the latest update on our issues and progress with your member of Congress.   

- Recruit, recruit, recruit. Recruitment is the lifeblood of the Alzheimer’s Association, as there is 
truly power in numbers. Recruit your friends, family and others in your community to get involved in 
the fight against Alzheimer’s. Have them sign up to be an Advocate at www.alz.org/advocate.   
 

- Meet the local staff.  While each member of Congress has many people working for them in 
Washington, D.C. they also have local staff back in their district offices.  Chances are there is an 
office near you. Locate the closest office and schedule a visit. Get to know the staff; they have a 
direct line to the Member. Also, ask them how they like to communicate - do they prefer email, 
phone or personal visits? 
 

- Attend a public forum.  Elected officials appear in public often and usually accept questions from 
those in attendance. Go to their websites to find out where their events are, introduce yourself and 
let them know you’re there to ask for support on Alzheimer’s issues. If you get the chance, tell them 
what they can do in Congress to fight Alzheimer’s.   
 

- Make a phone call.  When unable to meet with the Member or staff, a phone call may be the most 
effective alternative. It never hurts to pick up the phone and call the local office to let them know 
about progress on a bill or to ask for a vote. Reaffirm your commitment to serve as a resource on 
Alzheimer’s issues.  
 

- Write a letter to the editor.  When Alzheimer’s policy is in the news, take the opportunity to write a 
letter to the editor of a local publication. The Alzheimer’s Association provides fill-in-the-blank 
letters to the editor for advocates. Tell the readership that you went to Washington, D.C. to 
advocate for this very cause, and describe the commitment the Member made or didn’t make in 
support of the issue. Urge readers to contact their representatives and ask for their support on the 
policy/legislation. 
 

- Coalition building.  Ask your local chapter staff if there are any coalitions that are looking for 
advocate participation. Joining a coalition can be a great way to share your voice and to get 
involved in the advocacy process in your community.   

Please make sure to enter your  
meeting report at www.alz.org/congressionalreportform 
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SAMPLE FOLLOW-UP LETTER FROM YOUR MEETING(S) WITH MEMBERS OR STAFF 
 
[insert month/date]2011 
VIA EMAIL or FAX 
 
 
The Honorable [insert first and last name] 
U.S. House of Representatives/U.S. Senate 
Washington, DC  20515 (House)/ 20510 (Senate) 
Attention
 

: [member of Congress or staff] 

Dear Representative/Senator [insert last name]: 
 
I am writing to thank [you and/or members of your staff] for meeting with [list advocates in attendance] on 
May 17, 2011 to discuss federal Alzheimer’s initiatives.  As many as 5.4 million people currently have 
Alzheimer’s disease - a number that could increase to as many as 16 million people by the middle of the 
century unless science finds a way to slow progression or delay onset.   
 
We discussed [your / the Rep.’s / Senator’s] stance on supporting the well-being and financial security of 
families by asking you to please cosponsor:  
 

1. The Alzheimer’s Breakthrough Act, which will increase the federal government’s commitment to 
fighting Alzheimer’s disease by making Alzheimer’s research a priority at the National Institutes of 
Health. 
 

2. The Health Outcomes, Planning, and Education for Alzheimer's Act or HOPE for Alzheimer's Act 
(S.738/H.R. 1386) will increase detection and diagnosis of Alzheimer's disease and other 
dementias, and provide access, information and support for newly diagnosed patients and their 
families.  

 
A group of advocates from your district who were not able to join us in Washington are eager to meet with 
[you or name of member] in your [insert name of closest city to chapter office in Rep.’s district/Senator’s 
state] office during the next Congressional recess to follow up on these issues.   
 
Please contact [insert name] at [insert telephone number and email address] should you have any 
additional questions about the Alzheimer’s Association or our federal priorities. 
 
Sincerely, 
[insert Name] 
[insert Title] 

 

 

 

7



 

 

 

8



 
 

SECTION 2 
 
 
 
 

OUR CRISIS 



 
 



 

 

® 

factsheet 
alz.org 

-3%

-8%

-13%

-20%

-29%

+ 66%

Breast Cancer

Prostate Cancer

Heart Disease

Stroke

HIV

Alzheimer's Disease

Based on preliminary 2008 mortality data

Change in Number of Deaths
Between 2000 and 2008

2011 Alzheimer’s Disease Facts and Figures  

With Alzheimer’s, it is not just those with 
the disease who suffer. It’s also their 
caregivers. 

• In 2010, 14.9 million family and friends provided 
17 billion hours of unpaid care to those with 
Alzheimer’s and other dementias.  

• The economic value of the unpaid care provided to 
those with Alzheimer’s and other dementias 
totaled $202.6 billion in 2010. 

• More than 60 percent of Alzheimer’s and dementia 
caregivers rate the emotional stress of caregiving 
as high or very high; one-third report symptoms of 
depression. 

Alzheimer’s is not just memory loss.  
Alzheimer’s kills. 

• Alzheimer’s disease is the 6th leading cause of 
death in the United States and the 5th leading 
cause of death for those aged 65 and older. 

• Alzheimer’s is the only cause of death among the 
top 10 in America without a way to prevent, cure 
or even slow its progression. 

• Deaths from Alzheimer’s increased 66 percent 
between 2000 and 2008, while deaths from other 
major diseases, including the number one cause 
of death (heart disease), decreased.  
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2011 Cost of Alzheimer's = 
$183 Billion

  

Alzheimer’s disease has profound 
implications for government budgets.   

• In 2011, the cost of caring for those with 
Alzheimer’s to American society will total an 
estimated $183 billion. This is an $11 billion 
increase over last year – a rate of increase more 
than four times inflation.  

• Average per person Medicare payments for those 
with Alzheimer’s and other dementias are three 
times higher than for those without these 
conditions. Medicaid spending on seniors with 
Alzheimer’s and other dementias is nine times 
higher. 

• Unless something is done, the costs of 
Alzheimer’s to Americans in 2050 will total  
$1.1 trillion (in today’s dollars). 

• Between now and 2050, Medicare spending on 
those with Alzheimer’s will increase nearly 600 
percent, and Medicaid spending will increase 
nearly 400 percent. 

 

The number of Americans with this 
devastating and heartbreaking disease is 
growing – and fast. 

• Today, 5.4 million Americans are living with 
Alzheimer’s disease – 5.2 million aged 65 and 
over; 200,000 with younger-onset Alzheimer’s.  
By 2050, as many as 16 million Americans will 
have the disease. 

• Two-thirds of those with the disease – 3.4 million 
– are women. 

• Of Americans aged 65 and over, 1 in 8 has 
Alzheimer’s, and nearly half of people aged 85 
and older have the disease. 

• Another American develops Alzheimer’s disease 
every 69 seconds. In 2050, an American will 
develop the disease every 33 seconds. 

• Most people survive an average of four to eight 
years after an Alzheimer’s diagnosis, but some 
live as long as 20 years with the disease. 

• On average, 40 percent of a person’s years with 
Alzheimer’s are spent in the most severe stage of 
the disease – longer than any other stage. 

• Four percent of the general population will be 
admitted to a nursing home by age 80. But, for 
people with Alzheimer’s, 75 percent will be 
admitted to a nursing home by age 80. 
 

Facts in Your State 
The 2011 Alzheimer's Disease Facts and Figures 
report also contains data on the impact of the disease 
in every state across the nation.  

Find the full report and information on your state at 
www.alz.org/facts 
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Prevalence of Alzheimer’s Disease 

There are an estimated 5.4 million people 
living with Alzheimer’s disease in the 
United States.  

• An estimated 5.2 million people aged 65 and over 
have Alzheimer’s disease.  Another 200,000 
people under age 65 have younger-onset 
Alzheimer’s disease. 

• One in 8 Americans aged 65 and over has 
Alzheimer’s disease.  Among people aged 85 and 
over, nearly one in every two has the disease. 

• Every 69 seconds, someone in America develops 
Alzheimer’s disease – resulting in nearly a half 
million new cases of Alzheimer’s this year. 

• Two-thirds of those with the disease are women – 
an estimated 3.4 million.  

With the aging of the baby boom 
generation, the number of Americans 
aged 65 and over with Alzheimer’s 
disease is expected to dramatically 
escalate. 

• By 2050, the number of seniors with Alzheimer’s is 
projected to total about 13.5 million – and could be 
as high as 16 million. 

• By mid-century, someone in America will develop 
Alzheimer’s every 33 seconds.  That is nearly a 
million new cases of the disease every year.   

MARCH 2 01 1  
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Alzheimer’s:  America’s Sixth Leading Cause of Death  

Alzheimer’s disease is the sixth leading 
cause of death in the United States and 
the only cause of death among the top 10 
without a way to prevent, cure or even 
slow its progression.   

• In 1998, Alzheimer’s was the 12th leading cause of 
death.  By 2007, it had risen to the sixth. 

• In 2008, over 80,000 Americans died of the 
disease. 

• Between 2000 and 2008, annual deaths from 
Alzheimer’s increased 66 percent, while the 
overall death rate in America increased less than 
three percent.  

The rate of increase in deaths from 
Alzheimer’s disease has far outpaced the 
rate of increase in deaths for the other 
nine leading causes. 
• From 2000 to 2008, deaths from three of the ten 

leading causes of death decreased. 

• From 2000 to 2008, deaths from seven of the ten 
leading causes of death increased – but the rate 
for Alzheimer's is by far the greatest. 

Top 10 Causes of Death 
1.  Heart Disease                  6.   Alzheimer’s Disease 
2.  Cancer                  7.   Diabetes 
3.  Stroke                  8.   Influenza and Pneumonia 
4.  Respiratory Diseases       9.   Kidney Disease 
5   Accidents                  10. Septicemia 
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Despite its ranking, Alzheimer’s disease 
as an underlying cause of death is 
underreported. 

• While this has improved in recent years, the 
underreporting continues, as noted in a 2009 
article in the Journal of the American Geriatrics 
Society. 

• How dementia leads to death may create 
ambiguity about the underlying cause of death.  
For example, complications from severe dementia 
can significantly increase the risk of developing 
pneumonia – the most commonly identified cause 
of death among elderly people with Alzheimer’s. 13
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Costs of Alzheimer’s to Medicare and Medicaid 

Individuals with Alzheimer’s disease and 
other dementias are high users of health 
care, long-term care and hospice services. 

• Average annual Medicare payments for individuals 
with Alzheimer’s disease and other dementias are 
three times higher than for those without the 
conditions.   

• Medicaid payments for those with Alzheimer’s and 
other dementias are, on average, nine times higher. 

MARCH 2 01 1  

In 2011, Medicare and Medicaid will spend 
$130 billion caring for people with 
Alzheimer’s and other dementias. 

• $93 billion by the federal government under 
Medicare. 

• $37 billion by federal and state governments, 
combined, under the Medicaid program. 
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The costs of caring for individuals with 
Alzheimer’s will also expand in lock step 
– costing Medicare and Medicaid a 
combined total of $805 billion (in today’s 
dollars) in 2050. 

• In 2050, Medicare will spend a projected $627 
billion caring for people with Alzheimer’s – an 
increase of nearly 600 percent. 

• Medicaid spending on people with Alzheimer’s will 
increase nearly 400 percent, as costs will reach 
$178 billion in 2050. 

 

With the aging of the baby boom 
generation, the number of Americans 
aged 65 and over with Alzheimer’s is 
expected to dramatically escalate.  

• Today, 5.2 million Americans aged 65 and over 
are living with Alzheimer’s disease.  

• By mid-century, that number is expected to reach 
13.5 million – and could be as high as 16 million.  

Alzheimer’s Prevalence and Cost to Medicare and Medicaid 
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Alzheimer’s Disease Treatments = Savings 
for Medicare and Medicaid 

Caring for people with Alzheimer’s 
disease will cost all payers – Medicare, 
Medicaid, individuals, private insurance 
and HMOs – $20 trillion (in today’s 
dollars) over the next 40 years. The 
overwhelming majority of that will be 
spending by Medicare and Medicaid. 

• Medicare and Medicaid will spend an 
estimated $130 billion in 2011 on people with 
Alzheimer’s and other dementias. 

• That figure is projected to increase to $805 
billion in 2050 (before inflation). 

While there are currently no known 
treatments to prevent or delay the 
progression of Alzheimer’s disease, such 
treatments could have a dramatic impact 
on Medicare and Medicaid spending. 

• The ultimate goal is a treatment that 
completely prevented or cured Alzheimer’s.  

• However, even more modest and, perhaps, 
more easily attainable treatments could prove 
extremely beneficial.  

MARCH 2 01 1  

Medicare and Medicaid Costs of 
Caring for People with Alzheimer's  

Current Trajectory in Billions 

 

17



 

 

® a lz.org 

$34
$46

$72

$123

$178

$34 $32
$46

$77

$116

2010 2020 2030 2040 2050

$88
$128

$225

$406

$627

$88 $95 $118

$212

$344

2010 2020 2030 2040 2050

$88
$128

$225

$406

$627

$88 $108

$181

$328

$509

2010 2020 2030 2040 2050

$34
$46

$72

$123

$178

$34 $37 $39

$64

$99

2010 2020 2030 2040 2050

Current Trajectory Hypothetical Treatment Outcome

  

If a treatment became available in 2015 
that slowed the progression of 
Alzheimer’s by keeping individuals in 
both the mild and moderate stages of the 
disease five times longer (similar to what 
has happened with HIV/AIDS and some 
cancers) –  

• $34 billion would be saved by Medicare and 
Medicaid in 2020. 

• In 2050, the government health care programs 
would save $180 billion – $118 billion in Medicare 
and $62 billion in Medicaid. 

 

If a treatment became available in 2015 
that delayed the onset of Alzheimer’s 
disease for five years (a treatment similar 
to the effect of anti-cholesterol drugs on 
preventing heart disease) –  

• Savings would be seen almost immediately: in 
2020, Medicare and Medicaid spending would be 
$42 billion less.  

• In 2050, Medicare savings would be $283 billion 
and Medicaid savings would be $79 billion.  This 
would be 45 percent less than what would be 
spent on people with Alzheimer’s if there were no 
such treatment.  

 Medicare Cost Savings  
Delayed Onset  

(in Billions) 
 

Medicaid Cost Savings  
Delayed Onset 

(in Billions) 
 

Medicare Cost Savings  
Slowed Progression  

(in Billions) 
 

Medicaid Cost Savings  
Slowed Progression  

(in Billions) 
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Alzheimer’s Disease Caregivers 

With Alzheimer’s disease, it is not just 

those with the disease who suffer.  It’s 
also their caregivers. Caring for an 
individual with Alzheimer’s disease often 
falls on family and friends. 

 In 2010, nearly 15 million family members and 
friends provided 17 billion hours of unpaid care for 
people with Alzheimer’s or other dementias.   

 The economic value of this care totaled over  
$202 billion.  

 60 percent of the unpaid caregivers of people with 
Alzheimer’s disease and other dementias are 

women; 26 percent are caring for both someone 
with the disease and a child or grandchild. 

 

MARCH 2011  

Caring for people with Alzheimer’s is 

personal and intrusive. 

 Nearly one-third of Alzheimer’s and dementia 

caregivers report that the individual with the 
disease needs the most help with matters of “self 

care” – getting dressed, taking a shower and going 
to the bathroom, for example.   

 Over half of the caregivers of people with 
Alzheimer’s and other dementias provide help to 

the care recipient in getting in and out of bed; 40 
percent help with getting dressed.  

 About one-third of Alzheimer’s and dementia 

caregivers provide help getting to and from the 
toilet, bathing, managing incontinence and 
feeding. 
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$183 
Billion

$202 
Billion

Direct Costs                  
(2011)

Value of Unpaid Care 
(2010)

Alzheimer's and Dementia Care Costs

Under 
35    

10%

35-54 
34%

55-64 
34%

65 and 
older 
23%

Ages of Alzheimer's and Other 
Dementia Caregivers, 2010

  

Caring for an individual with Alzheimer’s 

has a negative effect on employment, 
income, and financial security. 

 Among Alzheimer’s and dementia caregivers who 

are employed full or part time, 61 percent of 
women and 70 percent of men said they had to go 
in late, leave early or take time off because of their 
caregiving responsibilities. 

 If the individual with Alzheimer’s disease has 

behavioral symptoms, their family caregivers are 
68 percent more likely than caregivers of other 
older people to reduce their hours or quit work. 

 20 percent of female caregivers believe they have 
been penalized at work because of the need to 
care for someone with Alzheimer’s. 

 Half of unpaid non-spouse caregivers of people 
with Alzheimer’s and other dementias have 

caregiving-related out-of-pocket expenses 
averaging over $200 per month (in 2004 dollars). 

 

Caring for an individual with Alzheimer’s 

disease creates or exacerbates the health 
problems of a caregiver. 

 Those who care for someone with Alzheimer’s or 

other dementia are more than twice as likely as 
caregivers of people without these conditions to 
say that the greatest difficulty associated with 
caregiving is that it creates or aggravates their 
own health problems. 

 More than 60 percent of Alzheimer’s and 

dementia caregivers rate the emotional stress of 
caregiving as high or very high. One-third of 
family caregivers of people with Alzheimer’s and 

other dementia report symptoms of depression. 

 Spouse caregivers of people hospitalized for 
dementia (compared to people hospitalized for 
other conditions) are more likely to die in the 
following year, even after accounting for the age 
of the spouse caregiver. 

 The physical and emotional impact of caregiving 
on Alzheimer’s and other dementia caregivers 

results in an estimated $7.9 billion in increased 
caregiver health costs each year. 
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OUR SOLUTION 



 
 



 
 

 

Updated April 7, 2011 

 

 
 

 

Alzheimer’s disease is a growing crisis for our families and the economy.  The federal 
government must address the challenges the disease poses and take bold action to 
confront this epidemic now.  
 
 

1.     Increase the commitment to Alzheimer’s research 
 
TBD 
 
Over the next 40 years, Alzheimer’s will cost our country $20 trillion.  But a treatment that delayed onset of 
Alzheimer’s by just five years would reduce Medicare expenditures on those with the disease by 45 percent 
in 2050.  Such treatments – and eventually a cure – will only be found through medical research.  
Unfortunately, there has been and continues to be a chronic underinvestment in Alzheimer’s disease 
research.  The Alzheimer’s Breakthrough Act would increase the federal government’s commitment to 
fighting Alzheimer’s disease by making Alzheimer’s research a priority at the National Institutes of Health. 
 
 

2.     Expand diagnosis and care planning 
 
S. 738/H.R. 1386 
 
In order to provide better medical care and outcomes for individuals with Alzheimer’s and other dementias, 
possible dementia must first be detected, the disease must then be diagnosed, care must be planned, and 
the diagnosis must be noted in the patient’s medical record.  Studies also suggest that early diagnosis and 
care planning are keys to the improved long-term health of caregivers.  The Health Outcomes, Planning, 
and Education (HOPE) for Alzheimer’s Act would expand early diagnosis of Alzheimer’s disease, provide 
information on medical and non-medical services for newly-diagnosed patients and their families, and 
require that a diagnosis be noted in a patient’s medical record. 
 
  

3.     Implement the National Alzheimer’s Project Act 
 
In 2050, up to 16 million Americans will have Alzheimer’s disease, creating an enormous strain on the 
health care system, families, and the federal budget.  Recognizing this growing crisis, Congress 
unanimously passed and President Obama signed into law the National Alzheimer’s Project Act (NAPA).  
Now, the Secretary of Health and Human Services must thoroughly and expeditiously implement this law 
by creating a plan to comprehensively address the federal government’s efforts on Alzheimer’s research, 
care, institutional services, and home- and community-based programs. 
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THE HEALTH OUTCOMES, PLANNING, AND EDUCATION (HOPE) FOR ALZHEIMER’S ACT (S. 738/H.R. 1386) 

Background and Congressional Talking Points 

May 17, 2011 

Purpose:  

The HOPE for Alzheimer’s Act will improve care and outcomes for Americans living with Alzheimer's disease and their caregivers by 
improving access to diagnosis, care planning services, and medical record documentation.  
 

Background: 

The HOPE for Alzheimer’s Act was reintroduced in the 112th Congress on April 6, 2011 by Senator Debbie Stabenow (D-MI), Senator 
Susan Collins (R-ME), Representatives Ed Markey (D-MA-7) and Chris Smith (R-NJ-4).  The Alzheimer’s Association strongly supports 
this legislation, which will provide better care and outcomes for people with Alzheimer’s. In order to do so, the condition must first be 
detected, the disease must then be diagnosed, care must be planned, and the diagnosis must be noted in the patient’s medical record.   

 

The HOPE for Alzheimer’s Act focuses on three key areas: 

Diagnosis: Due to clinical advancements, Alzheimer's disease is diagnosed correctly up to 90 percent of the time by physicians with 
specialized training.  In addition, Medicare beneficiaries have access to services to detect a cognitive impairment and a subsequent 
diagnosis. However, despite the accuracy of a clinical diagnosis and access to these services, as many as half of individuals meeting 
specific diagnostic criteria for dementia never receive a diagnosis -- and some evidence suggests it could be as high as 80 percent. To 
ensure people with dementia receive appropriate care, the HOPE for Alzheimer’s Act creates a package of services centered around a 
formal diagnosis.  A formal and documented diagnosis also helps individuals and families understand the disease and opens access to 
valuable support services. 

Care Planning Services:

Care planning services include medical and non-medical options for ongoing treatment, services, and supports. These services, such 
as discussing changes in health or information on accessing counseling, have proven to enhance quality of life for individuals with 
Alzheimer’s and their caregivers. Under the legislation, health care providers must discuss these services and provide information on 
how to access them. This legislation is also unique because it would allow a caregiver to discuss these services with the health care 
provider on behalf of their loved one – with or without the person with dementia present – and for the first time Medicare would still 
cover the cost of the visit.  

 Care planning allows individuals with newly diagnosed dementia and their family caregivers to understand the 
diagnosis, plan for predictable problems, avoid crises, and maintain the best possible quality of life. The HOPE for Alzheimer’s Act 
would ensure that care planning services are provided to Medicare beneficiaries.  

Medical Record Documentation

 

: The HOPE for Alzheimer’s Act also improves care for Medicare beneficiaries with Alzheimer’s disease 
by ensuring documentation of a diagnosis and any care planning services in a patient’s medical record. As previously stated, only 20 
percent of people over age 65 with dementia had a diagnosis documented in their medical record.  Documentation is necessary for the 
effective management of other health conditions, such as heart disease and diabetes, by an individual’s care team, and enables care 
coordination among treating health care providers.  

23



 
 

Congressional Request: 

If your Member of Congress is already a cosponsor of the HOPE for Alzheimer’s Act, please thank them for their support. (See page 
25, for cosponsor list). 
  
If not, ask your Member of Congress to please cosponsor the Health Outcomes, Planning and Education (HOPE) for Alzheimer’s Act 
(S. 738 / H. R. 1386). The HOPE for Alzheimer’s Act will improve care and outcomes for Americans living with Alzheimer's disease and 
their caregivers by improving access to information, care planning services, and support for newly diagnosed patients and their 
families.   
 
To cosponsor, Congressional offices may contact the bill’s lead sponsors: Senator Debbie Stabenow (D-MI) and Senator Susan Collins 
(R-ME), and Representative Ed Markey (D-MA) and Representative Chris Smith (R-NJ). 
 
 
Congressional Talking Points: 

• As many as half of individuals meeting specific diagnostic criteria for dementia never receive a diagnosis - and some evidence 
suggests it could be as high as 80 percent. To ensure people with dementia receive appropriate care, the HOPE for 
Alzheimer’s Act creates a package of services centered around a formal diagnosis. 
 

• After a diagnosis of Alzheimer’s, many individuals and their families are not provided with critical information about the disease 
or support services; leaving them to navigate this difficult disease alone.  
 

o USE YOUR PERSONAL STORY: If you and your family had similar challenges after a diagnosis, please share your 
experience with the Congressional office. 
 

• The HOPE for Alzheimer’s Act would ensure that individuals with Alzheimer’s as well as their caregivers receive care planning 
services, which help individuals with newly diagnosed dementia and their caregivers understand the diagnosis, plan for 
predictable problems, avoid crises, and maintain the best possible quality of life.  
 

• Care planning services would cover the medical and non-medical options for ongoing treatment, services, and supports, such 
as discussing changes in health or information on accessing counseling.  
 

o USE YOUR PERSONAL STORY: If you have an example of a service that helped you and your loved one cope with 
the disease, please share it with the Congressional office. 

 
• Documentation of a diagnosis and care planning services are important to improving outcomes for individuals with 

Alzheimer’s. We know documentation of diagnosis is very low – only 20 percent of people over age 65 with dementia had a 
diagnosis documented in their medical record. 
 

• To correct this problem, the HOPE for Alzheimer’s Act will also ensure documentation of a diagnosis, which is necessary for 
the effective management of other health conditions, such as heart disease and diabetes, by an individual’s care team and 
enables care coordination among treating health care providers.  
 

• As we continue to make investments in research to find a therapy that will slow, stop, or prevent Alzheimer’s, we must ensure 
that individuals have access to the available services that can improve their quality of life today. 
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HOPE for Alzheimer’s Act Cosponsor List for 112th Congress 

The Alzheimer’s Association thanks the following members for their cosponsorship and commitment to the fight against Alzheimer’s 
disease. (As of 4/29/2011) 

 

SENATE 

Sponsor: Sen. Stabenow, Debbie (D-MI) 

Cosponsors (1), Alphabetical 

 Sen. Collins, Susan (R-ME) – Chief Cosponsor 

 

HOUSE 

Sponsor: Rep. Markey, Edward J. (D-MA-7) 

Cosponsors (11), Alphabetical 

Rep. Bordallo, Madeleine Z. (GU) – Original Cosponsor 

Rep. Burgess, Michael C. (TX-26) – Original Cosponsor 

Rep. Christensen, Donna M. (VI) – Original Cosponsor 

Rep. Deutch, Theodore E. (FL-19)  

Rep. Grijalva, Raul M. (AZ-7) – Original Cosponsor 

Rep. Maloney, Carolyn B. (NY-14)  

Rep. McDermott, Jim (WA-7) – Original Cosponsor 

Rep. McGovern, James P. (MA-3)  

Rep. Norton, Eleanor Holmes (DC)  

Rep. Pierluisi, Pedro R. (PR) – Original Cosponsor 

Rep. Smith, Christopher H. (NJ-4) – Chief Cosponsor 

 

The following Members supported the HOPE for Alzheimer’s Act in the 111th Congress, but are not currently cosponsors (as of 
4/29/2011). They are: 

Rep. Engel, Elliot (D-NY-17) 

Rep. Frank, Barney (D-MA-4) 

Rep. Garamendi, John (D-CA-10) 

Rep. Moore, Gwen (D-WI-4) 

Rep. Platts, Todd Russell (R-PA-19) 

Rep. Woolsey, Lynn C (D-CA-6) 
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The National Alzheimer’s Project Act (NAPA) 

What is NAPA? 

• The National Alzheimer’s Project Act (Public Law 
111-375) was passed unanimously by both 
houses of Congress and signed into law by 
President Obama on January 4, 2011. 

• The law will create a national strategic plan to 
address the rapidly escalating Alzheimer’s crisis 
and will coordinate Alzheimer’s disease efforts 
across the federal government.   

• This national strategic framework will include 
outcome-driven objectives, recommendations, 
implementation steps and accountability in the 
fight to overcome Alzheimer’s. 

What does the law require? 

• An annually updated national plan submitted to 
Congress on how to overcome Alzheimer’s. 

• Annual recommendations for priority actions to 
both improve health outcomes for individuals with 
Alzheimer’s and lower costs to families and 
government programs. 

• The annual evaluation of all federally funded 
efforts in Alzheimer’s research, care and services 
– along with their outcomes. 

• The creation of an Advisory Council on 
Alzheimer’s Research, Care, and Services.  

MARCH 2 01 1  

What will the Advisory Council do? 

• Coordinate federal agencies conducting 
Alzheimer’s-related care, services and research. 

• Allow participation in the evaluation and strategic 
planning process by patient advocates, health 
care providers, state health departments, 
Alzheimer’s researchers and health associations. 
 

Participation in the Advisory Council 
 

Federal Representation 
Administration on Aging 

Agency of Healthcare Research and Quality 
Centers for Disease Control and Prevention 
Centers for Medicare and Medicaid Services 

Department of Veterans Affairs 
Food and Drug Administration 

Indian Health Service 
National Institutes of Health 
National Science Foundation 

The Surgeon General 
 

Non-Federal Representation (2 each) 
Alzheimer’s Caregivers 

Alzheimer’s Patient Advocates 
Health Care Providers 

Researchers with Alzheimer’s Experience 
State Health Departments 

Voluntary Health Associations 
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How is the Alzheimer’s Association 
supporting implementation? 

The Alzheimer’s Association is committed to ensuring 
that the National Alzheimer’s Project Act’s full 
potential is realized, and is already working to support 
its committed, effective implementation throughout the 
federal government and with stakeholders over the 
coming years.  

• Friends of NAPA:  The Friends of NAPA effort, 
created and led by the Alzheimer’s Association, 
brings together groups with an interest in helping 
those with Alzheimer’s and their caregivers to 
support NAPA implementation. The participation 
of key stakeholder groups in the “Friends of 
NAPA” initiative will help to convey the broad, 
deep and united support for NAPA's swift, 
successful implementation. The first action of this 
group drew the endorsement of 35 organizations.  
Learn more at www.friendsofnapa.org.  

• Public Input: Building on our commitment to 
provide platforms of engagement for those 
directly affected by Alzheimer’s disease, the 
Alzheimer’s Association plans to hold a series of 
public input sessions to provide the Department of 
Health and Human Services with the perspectives 
and views of individuals in the Alzheimer’s 
community. We will invite key government officials 
to participate in these listening sessions and 
ensure the findings of these sessions are 
publically available and accessible. 

• Expert Leadership: In consultation with our vast 
network of experts, the Alzheimer’s Association 
will tap the deep knowledge of scientists, 
researchers, experts and professionals in the 
Alzheimer’s community to help shape the 
principles and concepts that will inform the 
strategic planning process.  

• Advisory Council on Alzheimer’s Research, 
Care, and Services: The Alzheimer’s 
Association also plans to be an active participant 
in the planning process and will continue working 
with government officials to ensure the strategy is 
effective and outcomes-driven. The Association 
intends to closely monitor progress every step of 
the way and be vocal in how this very important 
effort develops.  

Why is NAPA important? 

• For too many individuals with Alzheimer’s and 
their families, the system has failed them, and 
today we are unnecessarily losing the battle 
against this devastating disease. The 
government must make a meaningful 
commitment to overcome Alzheimer’s.  

• Alzheimer’s is the 6th leading cause of death in 
the United States and is the only cause of 
death among the top 10 in America without a 
way to prevent, cure or even slow its 
progression.  

• By making Alzheimer’s a national priority, we 
have the potential to create the same success 
that has been demonstrated in the fights 
against other diseases. Leadership from the 
federal government has helped lower the 
number of deaths from other major diseases 
such as HIV/AIDS, influenza and pneumonia, 
and stroke.  

• NAPA will allow Congress to assess whether 
the nation is meeting the challenges of this 
disease for families, communities and the 
economy. Through its annual review process, 
NAPA will, for the first time, enable Congress 
and the American people to answer this simple 
question: Did we make satisfactory progress 
this past year in the fight against Alzheimer’s? 
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The Bipartisan Congressional Task Force on Alzheimer's Disease 
 
Founded in 1999, the Congressional Task Force on Alzheimer’s Disease was established to advance 
research and public awareness of Alzheimer’s disease by bringing the disease to the forefront of the 
congressional agenda. The bipartisan task force is led by Co-Chairs Representative Edward J. Markey (D-
MA), Rep. Christopher H. Smith (R-NJ), Senator Susan M. Collins (R-ME) and Senator Mark R. Warner (D-
VA). The approximately 150 members of the Task Force and their influence have been instrumental in 
helping the estimated 5.4 million Americans living with Alzheimer’s disease. 
 
The Congressional Task Force on Alzheimer’s Disease, with the support of the Alzheimer’s Association, 
most recently worked to unanimously pass the National Alzheimer’s Project Act (PL-111-375).  The Task 
Force has also been instrumental in securing funding for research at the National Institutes of Health and 
raising awareness of this disease through congressional briefings and other events featuring award-winning 
researchers.   
(*denotes co-chairs of the task force)  
 
AL06 Rep. Spencer Bachus 
 
AR Sen. John N. Boozman 
AR04 Rep. Mike Ross 
 
AZ04 Rep. Ed Pastor 
AZ07 Rep. Raul M. Grijalva 
 
CA Sen. Barbara Boxer 
CA Sen. Dianne Feinstein 
CA01 Rep. Mike Thompson 
CA02 Rep. Wally Herger 
CA05 Rep. Doris Matsui 
CA06 Rep. Lynn C. Woolsey 
CA07 Rep. George Miller 
CA09 Rep. Barbara Lee 
CA13 Rep. Fortney Pete Stark 
CA14 Rep. Anna G. Eshoo 
CA23 Rep. Lois Capps 
CA24 Rep. Elton Gallegly 
CA28 Rep. Howard L. Berman 
CA29 Rep. Adam B. Schiff 
CA30 Rep. Henry A. Waxman 
CA31 Rep. Xavier Becerra 
CA34 Rep. Lucille Roybal-Allard 
CA35 Rep. Maxine Waters 
CA38 Rep. Grace F. Napolitano 
CA39 Rep. Linda T. Sanchez 
CA42 Rep. Gary G. Miller 
CA47 Rep. Loretta Sanchez 
CA50 Rep. Brian P. Bilbray 
CA53 Rep. Susan A. Davis 

 
CT01 Rep. John B. Larson 
CT03 Rep. Rosa L. DeLauro 
 
DC01 Rep. Eleanor Holmes Norton 
 
FL01 Rep. Jefferson B. Miller 
FL04 Rep. Ander Crenshaw 
FL06 Rep. Cliff Stearns 
FL09 Rep. Gus Michael Bilirakis 
FL10 Rep. C. W. Young 
FL19 Rep. Ted Deutch 
FL23 Rep. Alcee L. Hastings 
 
GA 05 Rep. John Lewis 
 
GU Rep. Madeleine Z. Bordallo 
 
IA 02 Rep. David Loebsack 
 
IL Sen. Mark Kirk 
IL Sen. Richard J. Durbin 
IL04 Rep. Luis V. Gutierrez 
IL07 Rep. Danny K. Davis 
IL09 Rep. Janice D. Schakowsky 
IL16 Rep. Donald A. Manzullo 
 
IN07 Rep. Andre Carson 
 
KS Sen.  Jerry Moran 
 
KY06 Rep. Albert Benjamin Chandler 
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LA Sen. Mary L. Landrieu 
 
MA01 Rep. John W. Olver 
MA02 Rep. Richard E. Neal 
MA03 Rep. James P. McGovern 
MA06 Rep. John F. Tierney 
MA07 Rep. Edward J. Markey* 
MA08 Rep. Michael E. Capuano 
MA09 Rep. Stephen F. Lynch 
 
MD Sen. Barbara A. Mikulski 
MD07 Rep. Elijah E. Cummings 
MD08 Rep. Christopher Van Hollen 
 
ME Sen. Olympia J. Snowe 
ME Sen. Susan M. Collins* 
ME 02 Rep. Michael H Michaud 
 
MI Sen. Carl Levin 
MI Sen. Debbie Stabenow 
MI 04 Rep. Dave Camp 
MI 05 Rep. Dale E. Kildee 
MI 06 Rep. Fred Upton 
MI 08 Rep.  Mike Rogers 
MI 11 Rep. Thaddeus G. McCotter 
MI 12 Rep. Sander M. Levin 
MI 14 Rep. John Conyers 
 
MN03 Rep. Erik Paulsen 
MN07 Rep. Collin C. Peterson 
 
MO 08 Rep. Jo Ann Emerson 
 
MS Sen. Roger F. Wicker 
 
NC01 Rep. George K. Butterfield 
NC04 Rep. David E. Price 
 
NE01 Rep. Jeffrey Fortenberry 
NE02 Rep. Lee Terry 
 
NJ Sen. Robert Menendez 
NJ01 Rep. Robert E. Andrews 
NJ02 Rep. Frank A. LoBiondo 
NJ04 Rep. Christopher H. Smith* 
NJ07 Rep. Leonard Lance 
NJ08 Rep. Bill Pascrell 
NJ10 Rep. Donald M. Payne 

NJ12 Rep. Rush D. Holt 
 
NV01 Rep. Shelley Berkley 
 
NY Sen. Charles E. Schumer 
NY Sen. Kirsten E. Gillibrand 
NY01 Rep. Timothy H. Bishop 
NY02 Rep. Steve Israel 
NY03 Rep. Peter T. King 
NY04 Rep. Carolyn McCarthy 
NY05 Rep. Gary L. Ackerman 
NY07 Rep. Joseph Crowley 
NY09 Rep. Anthony D. Weiner 
NY10 Rep. Edolphus Towns 
NY14 Rep. Carolyn B. Maloney 
NY15 Rep. Charles B. Rangel 
NY17 Rep. Eliot L. Engel 
NY18 Rep. Nita M. Lowey 
NY22 Rep. Maurice D. Hinchey 
NY28 Rep. Louise McIntosh 
Slaughter 
 
OH Sen. Sherrod  Brown 
OH09 Rep. Marcy Kaptur 
OH10 Rep. Dennis J. Kucinich 
OH12 Rep. Patrick J. Tiberi 
OH13 Rep. Betty Sutton 
OH14 Rep. Steven C. LaTourette 
 
OK01 Rep. John A. Sullivan 
OK03 Rep. Frank D. Lucas 
OK04 Rep. Tom Cole 
 
OR Sen. Ron Wyden 
OR01 Rep. David Wu 
OR04 Rep. Peter A. DeFazio 
 
PA01 Rep. Robert A. Brady 
PA04 Rep. Jason Altmire 
PA12 Rep. Mark Critz 
PA14 Rep. Michael F. Doyle 
PA16 Rep. Joseph R. Pitts 
PA17 Rep. Tim Holden 
 
RI 02 Rep. James R. Langevin 
 
SD Sen. Tim P.  Johnson 
 
TN02 Rep. John J. Duncan 
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TX15 Rep. Ruben Hinojosa 
TX16 Rep. Silvestre Reyes 
TX20 Rep. Charles A. Gonzalez 
TX25 Rep. Lloyd Doggett 
TX26 Rep. Michael C. Burgess 
TX29 Rep. Gene Green 
TX32 Rep. Pete Sessions 
 
UT Sen. Orrin G. Hatch 
 
VA Sen. Mark Warner* 
VA04 Rep. Randy Forbes 
VA06 Rep. Bob Goodlatte 
VA08 Rep. James P. Moran 
VA10 Rep. Frank R. Wolf 
 

VI Rep. Donna Christensen 
 
VT Sen. Bernard Sanders 
VT Sen. Patrick J. Leahy 
 
WA Sen. Maria Cantwell 
WA Sen. Patty Murray 
WA01 Rep. Jay Inslee 
WA02 Rep. Rick Larsen 
WA07 Rep. Jim McDermott 
 
WI02 Rep. Tammy Baldwin 
WI03 Rep. Ron Kind 
WI06 Rep. Thomas E. Petri 
 
WV02 Rep. Shelley Moore Capito 
WV03 Rep. Nick J. Rahall 

 
 
 
 
 
 
As of 4/18/2011 
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Updated March 4, 2011 

 
 
 

 

Alzheimer’s disease is a pivotal public health issue, and state governments stand on 
the front line.  States must take bold action to confront this epidemic now.  
 
 

1.     Develop a comprehensive state government Alzheimer’s disease plan 
 
State Alzheimer’s Disease Plans create the infrastructure and accountability necessary to confront the 
sweeping economic and social impact of this disease.  By bringing together essential stakeholders – such 
as state agency officials, legislators, care providers, family caregivers, and people with Alzheimer’s – the 
state planning process is able to identify critical issues, explore solutions, and construct a roadmap to guide 
a state’s development into a dementia-capable state.   
 
 

2.     Improve the quality of dementia care 
 
To best serve those with Alzheimer’s, states should have a quality dementia care policy in place that 
includes the following key elements:  
 
• Mandatory dementia training for direct care workers, regardless of care setting 
• Disclosure by facilities of a consumer’s dementia care service options 
• Home and community based services that allow people with Alzheimer’s to remain at home 
• Effective enforcement of dementia care regulations 
 
States also must ensure that their policies on advance directives and care planning reduce the complexity 
of end-of-life decision-making.  One important action is to enact the budget-neutral Uniform Adult 
Guardianship and Protective Proceedings Jurisdiction Act (UAGPPJA), which establishes a framework for 
courts in different states to communicate about adult guardianship cases. 
 
 

3.     Ensure access to Medicaid coverage for Alzheimer’s 
 
While Medicaid spending constitutes one of the largest items in most state budgets – and while most states 
continue to face severe fiscal constraints – critical benefits must be preserved.  People with Alzheimer’s 
need a Medicaid system that: 
 
• Evaluates cognitive functioning when determining eligibility for long-term care 
• Offers home and community based services, such as adult day care, hospice, and respite care 
• Employs providers and care coordinators who are trained to understand Alzheimer’s disease 
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Updated March 11, 2011 

 
 

The inclusion of Alzheimer’s disease in Healthy People 2020 – the nation’s health 
prevention and promotion goals for the next decade – confirms that Alzheimer’s is a 
pivotal public health issue, requiring bold action before the crisis worsens. 
 

1.     Increase state based surveillance through the BRFSS 
 
Obtaining a more definitive picture of Alzheimer’s is essential to any successful strategy to combat the 
disease.  Recent work by the Centers for Disease Control and Prevention now enables states to collect 
data on the impact of Alzheimer’s disease using the existing state Behavioral Risk Factor Surveillance 
System (BRFSS).  Two modules are available: a Cognitive Impairment Module and a Caregiver Module. 
  
Including these two modules in the state BRFSS will (1) provide the research, caregiving and public health 
communities a better understanding of people with cognitive impairment and Alzheimer’s; and (2)  identify 
opportunities for reducing the impact of this devastating disease.   
 
 

2.     Promote brain health 
 
Primary prevention is the ultimate public health imperative.  Prevention strategies are key to reducing the 
occurrence of a number of major diseases and disorders.  More work needs to be done in understanding 
cognitive health and impairment – and more behavioral and risk reduction research is needed to develop 
effective strategies to lower the risk of developing Alzheimer’s disease.   
 
However, research has emerged showing that healthy living – including regular physical activity and 
attention to heart health – not only has a positive impact on avoiding a variety of cardiovascular conditions 
such as diabetes, hypertension and heart disease, but may also benefit an individual’s cognitive health. 
 
• Public health officials must undertake public health campaigns to promote brain health and healthy 

living practices 
• State and federal lawmakers must increase funding for behavioral and risk reduction research 
 
 

3.     Increase early detection of Alzheimer’s 
 
A large number of individuals with Alzheimer’s disease and other dementias have not been diagnosed.  As 
many as half of people with dementia have never been diagnosed, and some studies indicate this could be 
as high as 80 percent. Actions that must be taken to increase early detection include: 
 
• Increased efforts to educate the public and the medical community about the warning signs of possible 

dementia and the benefits of early detection 
• Development of best practices aimed at early detection and at risk reduction of co-morbid conditions in 

individuals with Alzheimer’s 
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Source:  http://www.nia.nih.gov 

Alzheimer’s Disease Centers 
Funded by the National Institute of Aging 

 

 

The National Institute on Aging funds Alzheimer’s Disease Centers (ADCs) at major medical institutions 
across the nation. Researchers at these centers are working to translate research advances into 
improved diagnosis and care for Alzheimer’s disease (AD) patients while, at the same time, focusing on 
the program’s long-term goal - finding a way to cure and possibly prevent Alzheimer’s disease. 

Areas of investigation range from the basic mechanisms of Alzheimer’s disease to managing the 
symptoms and helping families cope with the effects of the disease. Center staff conduct basic, clinical 
and behavioral research and train scientists and health care providers who are new to Alzheimer’s 
research. 

Although each center has its own unique area of emphasis, a common goal of the ADCs is to enhance 
research on Alzheimer’s by providing a network for sharing new ideas as well as research results. 
Collaborative studies draw upon the expertise of scientists from many different disciplines. 

For patients and families affected by Alzheimer’s, the ADCs offer: 

 Diagnosis and medical management (costs may vary - centers may accept Medicare, 
Medicaid and private insurance).  

 Information about the disease, services and resources.  
 Opportunities for volunteers to participate in drug trials, support groups, clinical research 

projects and other special programs for volunteers and their families. 

Some ADCs have satellite facilities that offer diagnostic and treatment services and research 
opportunities in underserved, rural and minority communities. 
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ASPE (Assistant Secretary for Planning and Evaluation) 
The leading office of research on health and long-term care policy within the Department of 
Health and Human Services. 
 
CBO (Congressional Budget Office) 
The agency of Congress that develops budget estimates for legislative proposals. 
 
CDC (Centers for Disease Control) 
The lead federal agency for protecting the health and safety of the people of the United States 
and for developing and applying disease prevention and control, environmental health and 
health promotion and education activities.   
 
CMS (Centers for Medicare and Medicaid Services) 
The federal agency within DHHS that is responsible for administering the Medicare and 
Medicaid programs.  
 
CNA (Certified Nurse Assistant) 
Nursing home, assisted living or other residential care staff who provide the majority of the 
hands-on caregiving and assistance to residents.  
 
DHHS (Department of Health and Human Services) 
The U.S. government’s principal agency for protecting the health of all Americans and 
providing essential human services. The department includes AoA, NIH, CMS, CDC and other 
agencies. 
 
DRG (Diagnosis Related Group) 
A classification used by Medicare to determine payment for in-patient care.  DRGs are based 
on age, type of diagnosis, sex, complications and anticipated procedures. 
 
FDA (Food and Drug Administration) 
The federal agency that approves the sale and manufacturing of drugs and other 
pharmaceutical devices. 
 
 
FFS (Fee-For-Service Insurance) 
Health insurance plans reimburse physicians and hospitals for each individual service they 
provide. These plans allow clients to choose any physician or hospital. Managed care is an 
alternative to fee-for-service medicine.   
 
FMAP (Federal Medical Assistance Percentage) 
The federal share of the Medicaid program, which is based on the relationship between each 
state's per capita personal income and the national average per capita personal income over 
three calendar years. 
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GAO (Government Accountability Office) 
Fiscal watchdog of the federal government. 
 
HMO (Health Maintenance Organization) 
A type of managed care health plan that provides, offers or arranges for coverage of 
designated health services needed by plan members for a fixed, prepaid premium. 
 
LCAO (Leadership Council of Aging Organizations) 
A coalition of national aging organizations. The Alzheimer’s Association is a member. 
 
LTC (Long Term Care) or LTSS (Long Term Services and Supports) 
Includes nursing home care, care in the home, adult day care and respite care. 
 
Medicare Part A (also known as Hospital Insurance) 
Medicare hospital insurance (HI) covers beneficiaries for inpatient hospital, home health, 
hospice and limited skilled nursing facility care. Eligibility is normally based on prior payment of 
payroll taxes. Beneficiaries are responsible for an annual deductible and a co-payment for 
some services. 
 
Medicare Part B (also known as Supplementary Medicare Insurance) 
Medicare supplementary insurance (SMI) covers Medicare beneficiaries for physician services, 
medical supplies and other outpatient treatments such as laboratory tests and X-rays. 
Medicare beneficiaries must pay a monthly premium for Part B coverage. 
 
Medicare Part C (also known as Medicare Advantage) 
The Medicare program that provides Part A and Part B benefits to beneficiaries. Through a 
private insurance plan, usually an HMO.  
 
Medicare Part D (also known as the Medicare Prescription Drug Benefit) 
Medicare Part D provides for an outpatient prescription drug benefit. Beneficiaries can remain 
in fee-for-service plans and enroll in a separate private prescription drug plan (PDP) or enroll 
in an integrated Medicare Advantage plan that includes prescription drug coverage.   
 
MedPAC (Medicare Payment Assessment Commission) 
An independent body established by Congress to advise policymakers and Congress on 
Medicare’s hospital payment system and physician payment policies.  
 
N4A (National Association of Area Agencies on Aging) 
A national non-profit organization that provides information and assistance to Area Agencies 
on Aging (AAA’s).    
 
NAPA (National Alzheimer’s Project Act)  
A bill passed by Congress in 2010 requiring the federal government to devise a plan for 
combatting the Alzheimer’s crisis.   
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NASUAD (National Association of State Units on Aging and Disabilities) 
A national, non-profit, public interest organization dedicated to providing general and 
specialized information, technical assistance and professional development support to State 
Units on Aging. 
 
NCOA (National Council on Aging) 
A national organization that advocates for public policies that promote the dignity, self-
determination, well-being and contributions of older persons. 
 
NCSL (National Conference of State Legislatures) 
The premier membership organization dedicated to improving the quality and effectiveness of 
state legislatures, fostering interstate communication and cooperation and ensuring that 
legislatures have a strong voice in the federal system. 
 
NGA (National Governors Association) 
The only bipartisan national organization of, by and for the nation’s governors.  NGA provides 
a forum for governors to exchange views and experiences and to establish, influence and 
implement policy on national issues.   
 
NIA (National Institute on Aging) 
Located within NIH, it is the leading center for aging research and for Alzheimer research in 
particular.   
 
NIH (National Institutes of Health) 
The federal agency that is the nation’s premier center for biomedical and health research.   
 
NIMH (National Institute of Mental Health) 
Located within NIH, it is the leading center for mental health research.   
 
NINDS (National Institute of Neurological Disorders and Stroke) 
Located within NIH, it is the leading center for research on strokes and neurological disorders.   
 
OAA (Older Americans Act) 
Legislation that authorizes federal funding for programs and services such as Meals on 
Wheels, community services for senior citizens and the Family Caregiver Support Act. 
 
OMB (Office of Management and Budget) 
The budget office in the White House. 
 
PCP (Primary Care Physician) 
The physician in a managed care system with whom a patient consults first when a health 
problem occurs and on whom the patient relies for advice, referrals and on-going care. 
 
PhRMA (Pharmaceutical Research & Manufacturers of America) 
A trade association representing prescription drug companies.   
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PPS (Prospective Payment System) 
The Medicare system used to pay hospitals for inpatient hospital services based on the DRG 
classification system.   
 
PWD (Person with Dementia) 
A term coined and used by Dementia Advocacy and Support Network (DASN) members. 
 
QA Plan (Quality Assurance Plan) 
A formal set of managed care plan activities used to review and affect the quality of services 
provided. Quality assurance includes quality assessment and corrective actions to remedy any 
deficiencies identified in the quality of direct patient, administrative and support services.   
 
SNF  (Skilled Nursing Facility)  
A Medicare and Medicaid term referring to a type of nursing home or other institutional-based 
setting. 
 
SSA (Social Security Administration) 
The federal agency that administers the Social Security and Disability Insurance Programs. 
 
SSDI (Social Security Disability Insurance) 
The portion of Social Security that pays monthly benefits to disabled workers under age 65 and 
their dependents.  SSDI recipients (but not their dependents) automatically become eligible for 
Medicare after a two-year waiting period. 
 
SSI (Supplemental Security Income) 
Program administered by the Social Security Administration that provides monthly benefits to 
people who are 65 or older, disabled or blind who have very limited income and personal 
property.  Many states supplement SSI benefits with additional payments ranging from $15 to 
more than $150 per month.   
 
SMI (Supplementary Medical Insurance or Medicare Part B) 
The portion of the Medicare program that covers the cost of physician’s services, outpatient 
laboratory and X-ray tests, durable medical equipment and outpatient hospital care. 
 
VA (Department of Veterans Affairs) 
Provides veteran benefits and services, including medical care. The VA's health care system 
includes 163 hospitals, with at least one in each of the 48 contiguous states, Puerto Rico and 
the District of Columbia, 850 ambulatory care and community-based outpatient clinics, 137 
nursing homes, 43 domiciliary and 73 comprehensive home-care programs.  
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