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MEALS, RIDES, AND CAREGIVERS: WHAT
MAKES THE OLDER AMERICANS ACT SO
VITAL TO AMERICA’S SENIORS

THURSDAY, MAY 26, 2011

U.S. SENATE,
SPECIAL COMMITTEE ON AGING,
Washington, DC.

The Committee met, pursuant to notice, at 2:03 p.m., in Room
SD-106, Dirksen Senate Office Building, Hon. Herb Kohl, Chair-
man of the Committee, presiding.

Present: Senators Kohl [presiding], Nelson, Casey, Udall,
Manchin, and Corker.

OPENING STATEMENT OF SENATOR HERB KOHL, CHAIRMAN

The CHAIRMAN. Good afternoon. We’d like to thank all of you for
being with us today.

In 1965, the same year Medicare was created, President Johnson
signed another landmark bill for America’s seniors, the Older
Americans Act. Today the programs authorized by the OAA serve
more than 10 million older Americans nationwide and over 386,000
in my State of Wisconsin. They help seniors live independently in
their communities through home care, home-delivered and group
meals, family caregiver support, transportation, as well as other
services.

While the need for such vital OAA services has increased during
these difficult economic times, Federal funding for OAA programs
has not. This year OAA programs were cut by 17 percent from last
year.

Every five years, Congress takes a fresh look at OAA programs
to assess whether they are meeting the needs of the people they
serve. Last September I held a field hearing in Milwaukee to gath-
er ideas for strengthening and improving OAA programs. Since
then we’ve incorporated many of the recommendations we received
into priorities, and we will work with our colleagues to include
these priorities in the new bill.

One of our priorities will address helping the nearly 44 million
family members providing care to an older relative by simply ask-
ing them: “What do you need?” By permitting States to assess
whether family caregivers need services such as respite care and
counseling, we can delay more costly institutional placements of
frail and disabled seniors.

We also believe we must strengthen the long-term care ombuds-
man program, which provides an advocate for elderly and disabled
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patients to help resolve complaints of abuse and neglect in long-
term care settings. We will work to expand the capacity of the Na-
tional Ombudsman Resource Center and increase the ombudsmen’s
access to resident health care records so they can be more efficient
as well as more effective.

Once again, we’'d like to thank you all for being here. We look
forward to your remarks, particularly those who are testifying, on
how we can improve the Older Americans Act.

We turn now to Senator Bob Corker.

STATEMENT OF SENATOR BOB CORKER

Senator CORKER. Thank you, Mr. Chairman. As always, thanks
for calling the hearing on the Older Americans Act. We want to
thank the witnesses here today to share your expertise and experi-
ence, and I want to especially thank Rosalynn Carter, our First
Lady, for sharing her experience, and Tim Howell with the Senior
Citizen Home Assistance Services in Knoxville, for coming to Wash-
ington to testify on the good work that they are doing for seniors
of East Tennessee. I look forward to learning more about Older
Americans Act programs today.

When the Older Americans Act was passed in 1965, it was de-
signed to be the human services support for seniors and com-
plement the health support offered by the brand-new Medicare-
Medicaid programs. This non-medical support envisioned by the
Older Americans Act was proven to be what seniors need to stay
in their own homes and independent as long as possible.

These services, like home-delivered meals, rides to appointments
and activities, housekeeping and personal care, case management,
caregiver support, and senior centers, are the first—are the sort of
home and community-based services that seniors and their families
across the country rely upon.

In Tennessee Older Americans Act home- and community-based
service programs serve about 159,000 people. Almost 2,000 people
are working and learning new skills for future sustainable employ-
ment because of the senior community service employment pro-
gram. The service providers in Tennessee work hard to help seniors
maintain dignity and independence with the latest innovations and
programs.

For example, Tennessee has started to get in place aging and dis-
ability resource centers. These centers are to serve as a single point
of entry for all services a senior may be eligible for. I look forward
to reviewing the upcoming evaluation by the U.S. Administration
on Aging of these centers and to see if any necessary improvements
in the information and referral—in this information and referral
innovation.

In 2020—and this is something that I think all of us are focused
on as we look at future budgets—there will be more than 75 mil-
lion people over the age of 60 and thereby eligible for the Older
Americans Act programs. With our population growing older, these
programs become more and more important. But at the same time,
we are experiencing a fiscal crisis and need to seriously review
spending on all government programs. This means that Older
Americans Act programs will have to continue to innovate and in-
crease efficiencies to meet increasing demand.
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I look forward to working with my colleagues and with our panel-
ists to continue to modernize the Older Americans Act so that it
can be flexible and appropriate to serve the needs of our Nation’s
seniors.

Thank you, Mr. Chairman.

The CHAIRMAN. Thank you very much, Senator Corker.

Senator Nelson of Florida.

STATEMENT OF SENATOR BILL NELSON

Senator NELSON. Thank you, Mr. Chairman. I want to take this
opportunity to thank you for your long and distinguished career.
This is the first opportunity publicly that I could say that to you,
as we have already discussed privately, because last week you an-
nounced that you are going to retire from public service. Your 24-
year career in the United States Senate is most distinguished and
most appreciated by a lot of folks who never get a chance to tell
you.

Like most citizens of the United States that have a connection
one way or another with Florida, so you do as well. The Senator’s
brother is one of our distinguished citizens in Palm Beach.

I want to, Ms. Carter, thank you for you just keeping on keeping
on. It was a long time ago when you and your husband were cam-
paigning in the Florida primary in 1976, and you have been his
partner every step of the word in the best sense of that word, and
you continue today rendering service to our country and to our peo-
ple. So thank you very much.

Mr. Chairman, I just wanted to mention that, on this subject
that we are discussing today, that a good example is a bill that I've
had to file. I say had to file because, for example, in all the good
stuff that programs like community development block grants do,
CDBGs, but it has, for example, a limitation of 15 percent of the
funds that can go to feeding programs for seniors. In one particular
case, the City of Miami wants so desperately to use those, the re-
maining CDBG funds, for assistance to seniors in the feeding pro-
grams. But they're limited to 15 percent.

So I filed a bill to raise that a modest amount to 25 percent, that
would give the recipients of CDBGs that flexibility to tailor their
particular needs of the community, in this particular case the
needs of senior citizens. I just wanted to get that out on the record
for the committee.

The CHAIRMAN. Very good. Thank you, Senator Nelson.

Senator Mark Udall.

STATEMENT OF SENATOR MARK UDALL

Senator UDALL. Thank you, Mr. Chairman. Good afternoon to ev-
erybody. I too want to associate myself with Senator Nelson’s re-
marks about your leadership. I haven’t forgiven you yet, Senator
Kohl. I want that to be on the record.

The CHAIRMAN. I have your note.

Senator UDALL. But I wanted to welcome our panelists. I unfor-
tunately have to step out. I serve on the Intelligence Committee,
and we’re having an important debate on the Patriot Act and its
reauthorization.
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But I did want to acknowledge the First Lady. The Udall and
Carter families have been intertwined for many decades and we
have great respect for their commitment to public service, and it’s
wonderful to see you here today.

Ms. Greenlee, you were a hit in Pueblo last summer. You were
a real crowd-pleaser. I can’t say the same about myself, but thank
you for holding a hearing with us in Pueblo. I know the chairman
and many members of the committee have been holding hearings
all over our great country on the OAA.

We have a real opportunity in my opinion to modernize the act
for a new and unique generation of seniors. I'm a member of the
baby boom cohort. These Americans, my remarks say, which are
my people, are fast approaching Medicare eligibility, and I think
we have different expectations, different experiences, about how we
can make our golden years really meaningful.

So this is an important hearing. Mr. Chairman, I look forward
to working with you to modernize the act in ways that take advan-
tage of the potential and the contributions that every American can
make regardless of their age. So thank you again.

The CHAIRMAN. Thank you, Senator Udall.

Senator Casey.

STATEMENT OF SENATOR BOB CASEY

Senator CASEY. Mr. Chairman, thank you. I'll be brief, and I'll
add a statement to the record. But we want to commend you, not
only for today’s hearing, but of course for your great service to the
United States Senate. You've been—you’ve been a great leader of
this committee, and we’ll miss you. We know you’re going to be
here for a while yet. We're not saying goodbye yet, but we want to
commend you for that.

To Rosalynn Carter, former First Lady, we're grateful that you're
here and appreciate your important witness on these issues over
many years and your leadership and your testimony today.

Assistant Secretary Greenlee, we're grateful to have your testi-
mony today as well.

On the second panel, I'm honored to say as a Pennsylvanian we
have a former Mayor of York, Pennsylvania, Elizabeth Marshall,
who is here. We will say hello to her in a more personal way a lit-
tle later, but I am grateful she’s here.

Just a couple words about why we’re here. This legislation, of
course, the Older Americans Act, has often been described as the
glue that holds a whole series of programs that benefit older citi-
zens together. I think what brings us into this room today is not
just legislation and policy, but a shared commitment that we have
more work to do as it relates to older citizens, those who have
fought our wars, worked in our factories, taught our children, built
our economy, and gave us life and love; that we’ve got an obliga-
tion, an enduring, abiding obligation, to do all we can. And one of
the ways to fulfil that obligation is to make sure that we make the
right choices on legislation and policy, and I'm happy to be part of
this hearing today.

Thank you, Mr. Chairman.

The CHAIRMAN. Thank you very much, Senator Casey.
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We're honored to have with us today former First Lady Rosalynn
Carter. We're all familiar with Ms. Carter’s tireless advocacy along-
side her husband, President Carter, on behalf of human rights and
conflict resolution around the world. She is also a dedicated advo-
cate for caregivers and mental health issues here at home.

Mrs. Carter is President of the Rosalynn Carter Institute for
Caregiving at Georgia Southwestern State University, where she
leads the institute’s efforts to promote the well-being of family
caregivers throughout our country. She is an inspiration for many
and a legend in her own right.

Next we'll be hearing from Kathy Greenlee, the Assistant Sec-
retary for Aging at the U.S. Department of Health and Human
Services. Ms. Greenlee has a wealth of experience advancing the
health and the independence of seniors and their families. Pre-
viously Ms. Greenlee served as Secretary for Aging for the State of
Kansas, as well as the Kansas State Long-Term Care Ombudsman.

We thank you very much for being here, and we’ll take your com-
ments and testimony, Mrs. Carter.

STATEMENT OF ROSALYNN CARTER, PRESIDENT, ROSALYNN
CARTER INSTITUTE FOR CAREGIVING, AMERICUS, GA

Mrs. CARTER. I'm very pleased to be here this afternoon to speak
about caregiving, an issue that is very important to me. It has been
part of my life since I was 12 years old and my father was diag-
nosed with leukemia at age 44. We lived in a very small town and
all the neighbors rallied around. But I still vividly remember going
to my secret hiding place, the outdoor privy, if you can believe that,
to cry. That’s where I could be alone.

I was the oldest child, and I felt the burden of needing to help
care for my father and my three younger siblings. Yet I was afraid
and didn’t always feel like being strong. But my mother depended
on me.

Less than a year after my father died, my mother’s mother died,
and my grandfather came to live with us. He was 70 and lived to
be 95. My mother cared for him at home until he died. I helped
as much as I could, but I was married and living away much of
the time. During the last few years of his life he was bedridden and
totally dependent on her, our family members, neighbors, and
friends for all his needs.

My story is not unique, but today the informal support networks
that were so much a part of my life in a small town—neighbors,
extended family, the church—are not there for millions of Ameri-
cans. Families are fractured and dispersed. Women, the traditional
caregivers, are now an integral part of the work force. Advances in
medical science mean we are living much longer, yet resources to
enable us to live independently are sorely lacking.

We face a national crisis in caregiving, especially for our elderly
citizens. Most frail elderly and disabled people live at home today.
About 90 percent of the care they need is provided by unpaid, infor-
mal caregivers, most often family members, providing tasks that
only skilled nurses performed just a decade ago, and with minimal
preparation and training.

Many of these caregivers are frail and elderly themselves and
find the burdens of caregiving overwhelming. Consider these facts:
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Older people caring for their spouses have a 63 percent higher mor-
tality rate than those of similar age without caregiving responsibil-
ities; the stress of caring for a person with dementia negatively im-
pacts the caregiver’s immune system for up to 3 years after
caregiving ends, making them more susceptible to all kinds of ill-
nesses; caregivers report chronic conditions such as heart disease,
cancer, and diabetes at twice the rates of noncaregivers; and up to
50 percent report struggling with depression. It’s even higher when
caring for a loved one with dementia.

While experts estimate the value of care provided by unpaid in-
formal caregivers to be more than $375 billion annually, many
caregivers have to reduce their working hours or even quit their
jobs, losing health and retirement benefits worth hundreds of thou-
sands of dollars.

The economic consequences are devastating. Our nation’s family
caregivers are enduring both physical and mental problems and
even dying sooner because of the responsibilities in caring for a
loved one.

Mr. Chairman, there are only four kinds of people in the world:
those who have been caregivers, those who currently are care-
givers, those who will be caregivers, and those who will need
caregiving. That’s all of us. Caregiving knows no geographic or po-
litical boundaries.

The Rosalynn Carter Institute for Caregiving at Georgia South-
western State University near my home town is doing
groundbreaking work to help Americans with their challenging
caregiving responsibilities. In one of our programs, with support
from our corporate partner Johnson and Johnson, we undertook a
national assessment of the state of caregiving in our country. We
discovered innovative programs proven to be effective, but they
were not and are not reaching people in need.

One of them focuses on the spouses of people with Alzheimer’s
disease. It provides concrete advice on how to deal with difficult be-
haviors like wandering, repeatedly asking questions, and agitation.
It also focuses on taking care of oneself and on simple techniques
to reduce stress. A woman at home who’s been through our pro-
gram told me that it changed her life. She said she was over-
whelmed by difficulties and stresses of assuming care for her moth-
er after her father died unexpectedly. She now is proud of being
able to allow her mother to stay in her home. Just think what a
difference this kind of program would make in lives of caregivers
across this country.

The RCI, which is what we call the Rosalynn Carter Institute,
has been working in Georgia and in demonstration sites around the
country to introduce these interventions at the community level.
But much more needs to be done.

There must be a fundamental shift in how this nation values and
supports caregivers and caregiving. Last October the Rosalynn Car-
ter Institute released a very important report, “Averting the
Caregiving Crisis: Why We Must Act Now.” This report is the re-
sult of 3 years of intensive study which involved hundreds of ex-
perts. I urge each of you to read it carefully, for it contains a blue-
print for a national initiative to support family caregivers.
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Its recommendations include: better assessments of caregiver
health; increased use of evidence-based interventions in commu-
nities across the country; and greater flexibility in both public and
private insurance programs to provide training and support for
family caregivers. Its most important recommendation, however, is
a call for leadership. We propose a National Quality Caregiving
Task Force in the President’s office, with shared leadership be-
tween the Secretary of Health and Human Services and the Sec-
retary of Veterans Affairs. We have the knowledge base to solve
the caregiver crisis, and we are already spending billions of dollars
which can be used much more effectively.

These are challenging times for our country, with extreme pres-
sure on federal, state, and local resources. Families and commu-
nities are struggling to cope. Yet if we fail to act now, the con-
sequences for those in need of care will be increased rates of insti-
tutionalization, higher risk of abuse and neglect, unnecessary isola-
tion, and perhaps even premature death. For family caregivers it
will mean much greater burden, increased risk of physical or men-
tal health problems, and more financial hardships. For our already
overtaxed health care system, it would be impossible to find the
work force to deliver high-quality institutionalized care.

The overall impact would be an unprecedented burden. In human
terms, it will lead to unparalleled suffering for millions of older
Americans and their family caregivers. We cannot let this happen.

Thank you for the opportunity to speak with you about this most
significant national issue. Mr. Kohl, thank you.

[The prepared statement of Rosalynn Carter appears in the Ap-
pendix on page 32.]

The CHAIRMAN. Thank you very much, Mrs. Carter.

We’ll hear from Ms. Greenlee.

STATEMENT OF KATHY GREENLEE, ASSISTANT SECRETARY,
ADMINISTRATION ON AGING, DEPARTMENT OF HEALTH AND
HUMAN SERVICES, WASHINGTON, DC

Ms. GREENLEE. Thank you. Senator Kohl, it’s good to see you
again. Senator Corker. Members of the Special Committee on
Aging: Thank you for the opportunity today to talk about the reau-
thorization of the Older Americans Act. In preparation for this
process, at the Administration on Aging we went through the most
extensive outreach effort in the history of the agency to seek input
from all across the country, from family caregivers, seniors, and
other individuals providing support. We have a lot of information
that we have gathered about the value of these programs and look
forward to continuing to work with this committee as we take up
the challenge of reauthorization.

Senator Kohl, I would like to join your colleagues in commending
you in your service on behalf of older Americans. I think I have
mentioned to you before I first heard of you from our mutual friend
George Petrosky, the former Wisconsin long-term care ombudsman.
Not only have you been instrumental in helping seniors; you have
paid particular attention to those seniors in nursing homes in this
country. And many of us—I think I can speak on behalf of the
whole aging network—have valued your contributions and will
miss your leadership. So thank you for your service.
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It’s also wonderful to appear today with Mrs. Carter, a tremen-
dous honor to be here. I met Mrs. Carter last fall when I traveled
to Americus to the Rosalynn Carter Institute to talk specifically
about what we need to do to continue to advance the cause and the
supports for caregivers. She had released her report about that
same time.

Mrs. Carter is a leader in the field of caregiving. The work that
they’re doing at the institute is innovative. The leadership she is
asking for she is herself providing. I also want to acknowledge her
work in the field of mental health, not something we will spend as
much time on at this hearing. But Mrs. Carter’s work in mental
health is really important for individuals dealing with mental
health and their family members.

So I applaud your work, Mrs. Carter. It’s an honor to be here.

As you know and mentioned, I was the Secretary of Aging in the
State of Kansas. I have served now for 2 years as the U.S. Assist-
ant Secretary for Aging, and in both of those capacities I have lis-
tened to and spoken to thousands of individuals and families in a
variety of settings. And I have seen first-hand how the Older Amer-
icans Act reflects the values that we have in this country: sup-
porting independence, helping people maintain their health and
well-being so they are better able to live with dignity, protecting
the most vulnerable among us, and providing basic respite care and
other supports for families so that they are better able to take care
of loved ones in their homes and their communities for as long as
possible. This is what Americans of all ages overwhelmingly tell us
they prefer, to age at home in their communities.

One of the real strengths of the Older Americans Act is that it
doesn’t matter if an individual lives in a rural area, a frontier area,
or an urban center. The programs and the community-based sup-
ports are flexible enough to meet the needs of individuals in all of
these diverse communities and settings.

Over the past year alone, nearly 11 million older Americans and
their family caregivers have been supported through the Older
Americans Act comprehensive community-based system. These
services, as you mentioned, Senator Kohl, complement medical and
health care systems. They help to prevent hospital readmissions.
They provide transportation to doctor’s appointments and support
some of life’s most basic functions, such as bathing or having a
home-delivered meal.

This assistance is especially critical for nearly 3 million seniors
who receive intensive in-home services, half a million of whom
would otherwise qualify for nursing home admission.

For more than a year, as I have mentioned, we have received re-
ports from more than 60 reauthorization listening sessions around
the country, and have received on-line input from a variety of sec-
tors, individuals, and organizations and their caregivers. This input
represents the interests of thousands of individuals with regard to
the Older Americans Act’s services.

During this process we heard an overriding issue that Mrs. Car-
ter has already spoken to today, and which was also advanced
through the Vice President’s Middle Class Task Force, and that is
the issue with regard to families. Families are doing the best that
they can, but they’re struggling between balancing the demands of
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work, child care, and elder care. Families tell us that they need
some basic assistance in supporting their care for their loved ones.

During our process of soliciting input, we heard that the Older
Americans Act is working and it needs to continue to be flexible.
We also heard two particular themes that I want to suggest in
terms of further conversation. One suggestion or recommendation
that we have heard is that we continue to improve the program
outcomes by embedding evidence-based interventions and disease
prevention programs, encouraging comprehensive person-centered
approaches, providing flexibility to respond to local nutrition needs,
and increasing efforts to fight fraud and abuse.

Second, we need to remove barriers and enhance access, extend-
ing caregiver supports to parents who care for their adult children
with disabilities, providing ombudsman services to all residents of
nursing facilities, not just seniors, and using aging and disability
resource centers as single access points to provide information re-
garding public and private resources for long-term supports and
services.

Let me give you three brief examples we would like to discuss
as we continue our work: One, we should ensure that we utilize the
best evidence-based interventions for helping older individuals
manage chronic disease. These have been effective in helping peo-
ple adopt healthy lifestyles, improve their health status, and re-
duce their use of hospitals and emergency room visits.

We want to improve the Senior Community Services Employ-
ment Program by integrating it with other senior programs. As you
know, the President has recommended in 2012 through this budget
process that we transfer the older workers program from the De-
partment of Labor to the Administration on Aging.

We would also like to continue to combat fraud and abuse of both
Medicare and Medicaid by permanently establishing the authority
for the operation of the senior Medicare patrol program as a basic
component of the Older Americans Act, so we can continue to use
retired volunteers to help us detect and deter fraud in the area of
Medicare and Medicaid.

The Older Americans Act has historically enjoyed widespread bi-
partisan support. Based in part on this extensive public input, we
believe that reauthorization can strengthen the Older Americans
Act and put it on solid footing to meet the challenges of a growing
population of seniors, while continuing to carry out the critical mis-
sion of helping elderly individuals maintain their health and inde-
pendence in their homes and communities.

Thank you again, Senator Kohl and Senator Corker, for your
leadership. I look forward to working with you and the rest of your
committee. Thank you.

The CHAIRMAN. Thank you very much, Ms. Greenlee.

[The prepared statement of Kathy Greenlee appears in the Ap-
pendix on page 64.]

We'll now commence questioning. We'll start with Senator
Corker.

Senator CORKER. Thank you, Mr. Chairman. I'll be brief.

Again, thank you both for your testimony. Mrs. Carter, I notice
the chairman said you were a legend in your own right. Certainly
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not in relation to anybody up on this panel, we serve with a lot of
folks here that are a legend in their own mind.

[Laughter.]

Senator CORKER [continuing]. So we thank you so much for hav-
ing earned that and certainly bringing such focus on this issue. But
thank you very much for your testimony.

I have a few organizational issues to ask Ms. Greenlee about. I
know the President’s budget this year transfers some additional re-
sponsibilities into your agency, the Title VSenior Community Serv-
ices Employment Program, the State Health Insurance Assistance
Program, the CLASS Act. I know you were talking about some of
the flexibilities and other kind of things that need to happen within
your organization. Is that going to, in your opinion, distract at all
from your ability to efficiently carry out the other responsibilities
of the organization?

Ms. GREENLEE. No, Senator Corker. The agency has a 45-year
history and experience in providing community supports to individ-
uals. One of those components is the economic security of seniors,
and we have a variety of programs that have worked on pension
counseling, benefits outreach. Bringing the older workers program
to AOA will help strengthen our mission, not detract from it. It is
the only one of the Older Americans Act programs that we do not
administer.

The senior health insurance assistance programs are primarily
delivered at the local level through our area agencies on aging. And
the reason for the CLASS Act, the underlying need for the CLASS
Act, is to provide a different type of option for individuals to main-
tain their independence in the community. We feel like we have a
wealth of knowledge to support these other programs and can
make them all work to help individuals, people with disabilities,
and seniors remain independent.

Senator CORKER. I know that Secretary Sebelius has mentioned
that the CLASS Act is an unsustainable program unless numbers
of changes are made. I know that you are probably closest to it
since, as you mentioned, you’re going to be involved in imple-
menting it. Are there things that you are already looking at, major
structural changes to actually cause the CLASS Act to be sustain-
able? I know there are people on both sides of the aisle who have
a lot of concerns about that.

Ms. GREENLEE. Senator, as you have referenced, I was des-
ignated officially in January as the administrator of the CLASS
program at the Administration on Aging. The Secretary and I have
both had opportunity to testify, most specifically on the House side,
and committed ourselves and our efforts to the financial solvency
of this program.

We both agree that there are reforms that need to be made to
the program in order to sustain the program and make it finan-
cially sound for 75 years, as required by the law. We will this fall
issue preliminary regulations with regard to the program and at
that time be able to provide more information about the kinds of
things that we need to do through a regulatory process to strength-
en the program.
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There are things that we were looking at, considered by the Sen-
ate before the bill was passed, that we will return to first as we
find ways to support the program for its financial solvency.

Senator CORKER. As you go about looking at implementing it, I
know there has to be some investments made, if you will, through
your organization to begin that implementation. How are we ac-
counting for that? Is that something that goes into the actual cost
of the CLASS Act itself or is that something—how is that being ac-
counted for?

Ms. GREENLEE. Senator, as you know, the Department of Health
and Human Services was given money to implement the Affordable
Care Act. It is from those funds that we have currently been pay-
ing for our operational costs. We have made sure that we can iden-
tify all the staff who are working on the CLASS program full time
and those of us who split our time between CLASS and the Admin-
istration on Aging’s traditional work, so that we can fairly account
for the work that we’re doing. I believe we’'re adequately handling
the accounting that needs to be done.

Senator CORKER. I know there’s going to be a tremendous
amount of focus on Medicare and its sustainability over the course
of this summer. My hope is that we will in a bipartisan way figure
out a way to make it solvent. We all know it’s going to be insolvent
as is. The trustees are stating by the year 2024.

As you move ahead with the CLASS Act, I think people believe
it’s already at that stage as it’s been set up, and I do hope you’ll
let us know of some of the major frailties that exist there and con-
tinue to keep us apprised of that.

We thank you for your service, and I look forward to having sev-
eral questions for the second panel.

Thank you, Mr. Chairman.

Ms. GREENLEE. Thank you, Senator.

The CHAIRMAN. Thank you, Senator Corker.

Senator Casey.

Senator CASEY. Thank you, Mr. Chairman.

I want to thank you both for your testimony and the personal
witness that you bring to these issues.

I wanted to start with our former First Lady, Mrs. Carter, on a
question that relates to the specialized training that is often need-
ed in these circumstances. I have been over many years as a State
public official for a decade and now in my fifth year in the Senate
overwhelmed by the kind of care that’s delivered by direct care
workers, how strong they are, how dedicated they are, willing to do
backbreaking and sometimes impossible, seemingly impossible
work on behalf of those who need that care and on behalf of their
families.

But I wanted to ask you about it. I noted in your testimony on
the four recommendations that you made, as well as Assistant Sec-
retary Greenlee, about evidence-based programs. I wanted to get
your sense of that, based upon your experience, as to evidence-
based programs on this question of specialized training and pre-
paring folks for doing that difficult work. What can you tell us
about that in your experience?

Mrs. CARTER. Well, we’ve been working with evidence-based pro-
grams for a good while now at the Rosalynn Carter Institute. One
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that we are working on—we’re doing six in all—with Johnson and
Johnson. Johnson and Johnson has been great, because they were
the first ones that did clinical trials in nursing homes working with
those who were suffering from mental disorders. So they’ve been
very good to us.

But we have six programs and a couple of them are Alzheimer’s.
We are actually doing an Alzheimer’s one at home. We train people
to go into the homes. They don’t have to come in. When we were
trying to get them to come to the Institute for training they didn’t
want to. Caregivers don’t want to come in, and they don’t want to
admit they’re caregivers. So many of them don’t want to admit they
have to have help; it’s just their job to do what they should do for
a family member.

But we send them into the houses. When they find out that this
person can come to the house, they welcome them. So we go I think
6 weeks, go in a couple times a week. And it’s just made—we have
found that it increases the time people can stay at home without
being institutionalized. The depression is lifted to a certain degree,
and it just—it’s working.

We're also trying this in other places around the country. But
we’re working with three different ones now, and we’re kind of
comparing them to see which is best for Alzheimer’s. We've done
one with cancer. And we’ve had—at the Rosalynn Carter Institute,
we had everybody that we knew of, I think, in the United States
who was working on evidence-based programs. I think we had one
person from Ireland that came to that meeting.

We have had great reports, and actually it just helps the care-
giver so much when the program works. It’s cost-effective because
they don’t have to try things and try things. They just know what
golrks, and if they will follow the guidelines of the program it can

elp.

So we just need evidence-based programs in the whole country.
It’s going to be a long time before we get there. But we’re really
working and doing research right now on those programs in many
parts of the country.

Senator CASEY. I thank you for that. I know that part of what
we're trying to do is to not only improve care and provide the kind
of highest level of care we can, but also to provide options for the
work force. Sometimes I guess they’re described as career ladders,
ways for people to move up if they're at entry level, in an entry
level position.

So I think that evidence-based, evidence-based research and the
care that can come from that is going to be critically important.

I know I've got about 20 seconds, but, Assistant Secretary
Greenlee, anything that you wanted to add on this question of
training or the evidence-based methods?

Ms. GREENLEE. This will state the obvious. It’s such a broad topic
that it will take many different Federal organizations working to-
gether. We have a community living initiative within HHS that
looks at issues with regard to people with disabilities, as well as
seniors. Senator Corker mentioned the CLASS Act. This was iden-
tified even in the law of the CLASS Act, how will we support the
public programs that we will have in the future, such as the
CLASS Act; the Medicaid and Medicare programs; the programs
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that we have under the Older Americans Act; and disability pro-
grams, with a paid work force that allows them to have meaningful
career ladders, as well as a skill set necessary to serve an increas-
ingly aging population. It will take both a paid and unpaid work-
force to provide the care that’s needed in this country.

Senator CASEY. Thank you very much.

The CHAIRMAN. Thank you, Senator Casey.

Senator Manchin.

Senator MANCHIN. Thank you, Mr. Chairman, and thank both of
you for being here and we appreciate it very much. The State of
West Virginia appreciates the work that you have done and also
the assistance that we get in the Older Americans Act and what
it’s done for our State.

As you know, we have the second most aged State in the Nation
per population and probably one of the most rural States. So it’s
quite costly for us to give the services that are needed. But we've
expanded those, and I think the word that you mentioned earlier
was “flexibility.” I can’t explain enough how much flexibility that
we need in some of these States so that the money is not sliced to
where transportation is one, meals on wheels is another.

The formula that’s used for small States and rural States such
as myself, and there’s more populated States—and I know that the
funding mechanism is based on population. It should be based on
the services that are given, if you could just consider that. We
serve an awful lot of people in West Virginia and our funding is
much lower, but we’re feeding many, many, many more than other
States that might not have the need as we have.

With that, I think you might be aware of some of the programs
we've expanded, the FAIR programs and the Lighthouse programs.
We did some things and during the most difficult recession times
we expanded programs because it was a priority of ours to allow
our seniors to live in dignity in their own homes, with a little bit
of assistance.

Need-based is a big thing in West Virginia because we have a lot
of seniors who want to be able to contribute and pay their way or
pay part of their way if they can. So we try to develop flexible
plans to where they felt like they were still contributing, but yet
they just couldn’t find the service anywhere. A lot of times if you're
on a certain cuff and you get—if you’re not within certain guide-
lines as far as income, the service is not even offered. I think that’s
something that should be considered, too, because it’s not for a lack
of need. They just can’t find anyone else to provide those services,
and they’re willing to pay. So we hope those flexibilities are taken
into consideration.

But in transportation, that’s the one that we’re having some con-
cerns about. I don’t know if—I support the OAA lock, stock, and
barrel. So tell me what you think you can do to help us help our-
selves more?

Ms. GREENLEE. Senator, we have transportation support that we
can provide through the Older Americans Act. Transportation is
such a huge issue that I don’t think there’s a way to completely ad-
dress transportation needs with such a program of this size. We
need to talk to other partners at the Federal level and at the State
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and community level to figure out what is the best way to provide
transportation services.

I think one of the best things that we can do—and for this an-
swer I'm actually relying on my Kansas experience—is to make
sure that we remove any barriers, so that if we provided support
for, say, a van at any level with government funds, we use it to
the best ability in serving all populations.

So I think we need to be innovative, work with our transpor-
tation partners, and figure out how we can make sure that we’re
not in the way of what needs to happen in the community to get
the job done.

Senator MANCHIN. What recommendation do you have—I know,
Mrs. Carter, from your experience. What recommendation would ei-
ther one of you have, how we can be more efficient with the dollars
we have? As you know, the budget constraints are going to be
tough on all of us. But by setting the priorities we can make sure
that the dollars we have are in place, but yet they go further. And
we're all growing older and in need of the services, I'm sure.

But is there anything that we can do that would give you the ef-
ficiencies or help you have more efficiencies? Have we tied your
hands in any way, Mrs. Carter?

Mrs. CARTER. One of the greatest helps would be to have data
so we could know how to allocate the resources. One of the rec-
ommendations that our study has made is that we use the Behav-
ior Risk Factor Surveillance System that the Centers for Disease
Control has developed. They have developed a caregiving module.
If we could use that in the states in the OAA, it wouldn’t cost very
much, because the question is not—it’s not on the survey—all sur-
veys—and you have to ask for it.

So we checked to see—Georgia doesn’t have it in their survey. So
we checked to see how much it would cost, and it would cost just
$21,000 a year to get that data in Georgia, and that would be so
helpful in cutting costs.

Ms. GREENLEE. For about a decade now, the Administration on
Aging has been focused on evidence-based practices. We do this a
lot in the field of Alzheimer’s support for individuals and their fam-
ily members, the evidence-based practices that I mention in my tes-
timony.

Those of us who work in the social services arena understand
that science is not just for people who are in the laboratory, that
good evidence, good outcomes in science is a critical part of deliv-
ering quality and effective social service programs. That’s why
we're suggesting that we continue to work in this effort with real
regard to the health programs in the Older Americans Act, to make
sure that we’ve got good outcomes.

I agree with Mrs. Carter about the global issue of data. Our abil-
ity to continue to research our programs makes the case with re-
gard to their effectiveness. Their ability to provide cost savings to
other programs such as Medicare and Medicaid is also a critical
component of this conversation as we figure out, as we go forward,
how to balance the supports that are needed with the increasing
pressures of more seniors and the struggling budgets at the Fed-
eral and State level.
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Senator MANCHIN. I'll wait until my second round. Thank you
very much, both of you.

The CHAIRMAN. Thank you very much, Senator Manchin, and
we’d like to thank you both profusely for being here today. You
have made tremendous contributions today, as you have in the
past, and again we appreciate your being here. Thank you so much.

Ms. GREENLEE. Thank you, Senators.

The CHAIRMAN. We'll turn now to the second panel, if you'll step
up to the table, please. First we’ll be hearing from Elizabeth Mar-
shall, a recipient of home-delivered meals. Ms. Marshall was elect-
ed as the first female Mayor of York, Pennsylvania, in 1977. She
also served as a member of the York City Council.

Next we’ll be hearing from Max Richtman, who serves as Chair-
man of the Leadership Council of Aging Organizations, a coalition
of 66 national aging organizations. Mr. Richtman is a former staff
director at this committee and is currently the Acting CEO of the
National Committee to Preserve Social Security and Medicare. Wel-
come.

Next we’ll be hearing from Heather Bruemmer, who is the Exec-
utive Director and State Ombudsman for the Wisconsin Board on
Aging and Long-Term Care. She also chairs the State’s Long-Term
Care Council and serves on the Coalition of Wisconsin Aging
Groups’ Advisory Council.

Senator Corker has a witness from Tennessee.

Senator CORKER. Yes, sir. I'd like to introduce Timothy Howell,
who is the Chief Executive Officer of the Senior Citizen Home As-
sistance Services, a nonprofit that provides in-home caregiving in
East Tennessee. SCHAS aims to improve the lives of seniors and
persons with disabilities while maintaining their independence and
dignity. Mr. Howell has worked for SCHAS for 10 years, has been
the CEO since 2008.

As CEO, Mr. Howell oversaw the completion of Renaissance Tow-
ers, an assisted living community targeted to low-income seniors
who wish to pay for their own care. He’s President of the Ten-
nessee Association of Homemaker Services Providers, a member of
the National Council on Aging, and the Downtown Rotary.

N Thank you for traveling all the way from East Tennessee to be
ere.

The CHAIRMAN. Thank you.

We'll hear now from Mrs. Marshall.

STATEMENT OF ELIZABETH MARSHALL, OAA SERVICE
RECIPIENT, YORK, PA

Ms. MARSHALL. Thank you very much.

This is addressed to you, Chairman Kohl, and to Senator Casey
and other members of the committee. Thank you for inviting me to
testify before you today. I am pleased to be able to share with you
my thoughts on the Older Americans Act. Throughout my life I
have always strived to be an independent woman. Born in 1918,
I'm a child of the Great Depression and have continued to live by
the values of economy, thrift, and self-reliance that I learned dur-
ing my formative years.

My husband Howard and I married after he returned from serv-
ing overseas. We moved to York, Pennsylvania, in 1948 and we
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bought our first and only home there in 1954. This is the same
house I live in today. Our two sons still live near me, and my
daughter resides in New Hampshire.

An old song by Joseph Burke called “A Little Bit Independent”
is my theme song, if you will: “A little bit independent in your
walk, a little bit independent in your style.” I have worked
throughout my life to be an independent woman, to find my
strengths and use them, whether in service to my family, commu-
nity, or country.

In the early 1960s I increasingly became involved in the York
community, which was undergoing a turbulent time, and eventu-
ally in 1971 I was elected the first member of city council and later
served—oh, I'm sorry. It led to my election to York City Council in
1971, and then I was elected as the first female Mayor of York in
1977. I later served as Deputy Comptroller for the City of York. So
I know something about government and the challenging choices
faced by decisionmakers as to the best use of taxpayer dollars.

After my public service career, I worked as a real estate agent
for 18 years. I retired just 11 years ago at 81 years of age. I have
been on my own now for 10 years since my husband passed away
in 2001.

Many of us in our neighborhood are long-time residents. Our
tight-knit community is essentially aging in place and helping each
other remain in our homes for as long as possible. I am proud to
still be an independent woman. I want to be able to stay in my
home, near my family and neighbors.

I am grateful that the York County Area Agency on Aging is
there for me and for thousands of other seniors in my community.
I have a care manager at the Area Agency on Aging. She was able
to connect me to the home-delivered meals program and if I need
additional support, services, or even just information, she will be
ready to assist me and my family.

Three times a week a volunteer from the local senior center de-
livers both hot and cold meals to me in my home. I appreciate the
meals service, and it’s also nice to have a friendly visitor check in
to make sure I'm safe and doing well.

I understand that the home-delivered meals service is funded in
part through the Older Americans Act. The act allows the coordina-
tion and provision of many other in-home and community pro-
grams. There’s even a part of the act focused on family caregivers,
to help them help us.

And we can’t forget our senior centers, which are more important
than ever to help older adults stay connected to their community.
Many recipients of services are like me; they just need one or two
little bits of help. Others may need more services. But the act al-
lows seniors to receive just what they want to stay healthy. Even
if you need a high level of support, receiving this care in your home
is still more affordable for you and the taxpayers than care in a
nursing home.

As our leaders struggle to balance the budget and reduce the def-
icit, the cost savings that Older Americans Act programs generate
are even more critical.

My story—my story is not necessarily a unique one. My peers
and I have served our families, communities, and country for many
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years, and with the right balance of help we can continue to re-
main contributing members of our society and maintain our health,
independence, and dignity for as long as possible. I'm glad to be
able to continue living in my home of 57 years, where I can still
be, quote, “a little bit independent in my walk.”

The Older Americans Act allows you to retain your dignity,
health, and independence with just a little bit of support. I urge
this committee and your colleagues in the Senate and House to un-
derstand how vital these little bits of support are to millions of
older Americans determined to age in place. We need to reauthor-
ize the Older Americans Act in a timely and bipartisan fashion and
prepare our country for the wave of baby boomers standing behind
my generation.

Thank you, Senator Kohl and members of the Aging Committee,
for inviting me to share my thoughts about the Older Americans
Act with you here today.

[The prepared statement of Elizabeth Marshall appears in the
Appendix on page 71.]

The CHAIRMAN. Thank you, Mrs. Marshall. That was a beautiful
statement.

Ms. MARSHALL. I’'m sorry, I didn’t hear that.

T}Le CHAIRMAN. That was a beautiful statement. Thank you so
much.

Ms. MARSHALL. Oh, thank you.

The CHAIRMAN. Mr. Richtman.

STATEMENT OF MAX RICHTMAN, CHAIR, LEADERSHIP
COUNCIL OF AGING ORGANIZATIONS, WASHINGTON, DC

Mr. RICHTMAN. Mr. Chairman, members of the committee: First
of all, let me say to Mrs. Marshall: You're a tough act to follow,
but I'll do my best.

On behalf of the Leadership Council of Aging Organizations, I'm
honored to testify before the Special Committee on Aging about the
LCAO Older Americans Act reauthorization consensus document.
LCAO is a 66-member coalition of diverse national nonprofit orga-
nizations dedicated to preserving and strengthening the well-being
of America’s older population. Historically, LCAO has played a sig-
nificant leadership role in past reauthorizations of the Older Amer-
icans Act.

In preparation for this year’s reauthorization, we’ve worked for
over 6 months to develop the consensus document that we have
submitted to the committee. Under the leadership of the LCAO
community services committee, individual organizations presented
their ideas and suggestions for improving the Older Americans Act.
These ideas were incorporated into the consensus document, which
was enthusiastically endorsed by the full LCAO at our April 6th
meeting.

The LCAO Older Americans Act reauthorization document con-
tains 98 recommendations. They do a number of things. They rein-
force key existing priorities in the current statute and seek to ad-
dress challenges and opportunities brought about by the expo-
nential growth of our older population. We agree that the Older
Americans Act continues to work very well for older adults across
the country. The act’s core mission, infrastructure, and programs
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remain relevant, effective, and very much relied upon by older
adults and caregivers.

The problem we face, of course, is insufficient funding, which
makes it difficult for the aging network to carry out Older Ameri-
cans Act priorities as established by Congress in past reauthoriza-
tions. There simply is not enough money for all the needs that
exist.

On that note, I'd like to thank you, on behalf of our organization,
Mr. Chairman, for your request to the General Accounting Office
to examine the true magnitude of this unmet need. We also ac-
knowledge that the Older Americans Act, like other statutes, is a
dynamic document that can and must change to address emerging
needs and embrace new innovations.

It’s notable that the Older Americans Act is up for reauthoriza-
tion the same year that the first of the baby boomers turn 65. Not
only are the numbers of older adults increasing at a historic rate,
but this population is becoming much more diverse. Additionally,
as older Americans live longer they face growing health and eco-
nomic challenges. All of these issues are converging to place tre-
mendous strain on the aging network, a network that is already
overburdened, but eager to expand capacity and enhance planning
t(i meet the demands and opportunities presented by our aging pop-
ulation.

Particularly in times of fiscal restraint, times such as now, we
acknowledge that improvements can be made in the efficiency and
effectiveness of the Older Americans Act in its delivery of core serv-
ices and how it interacts and coordinates with other Federal pro-
grams that serve older adults. There are recommendations
throughout the document we presented that call for improved co-
ordination of services and identification and dissemination of best
practices that already occur in local communities in order to
strengthen the aging network nationwide.

LCAO also believes it is crucial to strengthen evaluation, re-
search, and demonstration of aging services. This will not only em-
power the aging network to continue implementing best practices
but will also state with authority the degree to which the Older
Americans Act provides a cost-effective way for older adults to re-
main in their own homes with health and economic security.

The Older Americans Act programs, such as in-home assistance,
home-delivered and congregate meals, and respite for family care-
givers, benefit individuals and their families. They also save Fed-
eral and State government resources from being spent on otherwise
unnecessary care in hospitals and nursing homes.

On behalf of LCAO, I applaud this committee for its leadership
in calling attention to the upcoming Older Americans Act reauthor-
ization. We urge Congress to continue the long tradition of bipar-
tisan and timely reauthorization of this important statute while
providing the funding needed for Older Americans Act programs to
keep older Americans independent and productive.

Thank you again for the opportunity to testify today on behalf of
the 66 members of the LCAO, and I welcome your questions and
comments. Thank you.

[The prepared statement of Max Richtman appears in the Appen-
dix on page 76.]
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The CHAIRMAN. Thank you, Mr. Richtman.
Heather Bruemmer.

STATEMENT OF HEATHER BRUEMMER, STATE OF WISCONSIN
LONG-TERM CARE OMBUDSMAN, MADISON, WI

Ms. BRUEMMER. Chairman Kohl, Ranking Member Corker, and
members of the committee: Thank you so much for this opportunity
to testify today. I'm the State Long-Term Care Ombudsman of Wis-
consin and also represent the National Association of State Long-
Term Care Ombudsman Programs, better known as NASOP.

It is a privilege and honor to be here on behalf of the ombuds-
man advocates who work daily tirelessly to assure the rights and
well-being of hundreds of thousands of vulnerable residents living
in long-term care settings throughout the Nation. The significance
of this effort to reauthorize the Older Americans Act cannot be
overestimated. It is a primary duty of this Nation to protect our
most vulnerable individuals and to preserve their pride and dig-
nity.

Everyone has a history, a story. We all create memories. So it’s
our responsibility to assure that all members of our rapidly aging
population have the proper access to services that will respect their
right to be who they are and who they’ve been.

The Older Americans Act provides critically needed home- and
community-based services that allow older adults to remain for as
long as possible in the community with needed support. Since 1978,
the ombudsman program has been a core component of the Older
Americans Act. It is the only program in that act that specifically
serves consumers provided by residential care facilities.

I think that we all appreciate and value the importance of living
in our own home. We heard from Elizabeth today it’s very special,
and as a result there has been a remarkable growth in the amount
of home- and community-based services available for seniors in
Wisconsin. In November of 2008 we had a significant trend happen.
We have more assisted living beds in the State of Wisconsin than
we do nursing home beds.

Wisconsin was one of the original pilot States when the long-
term care ombudsman was first created by Congress, and our State
has continuously relied and improved the advocacy resources avail-
able to aging consumers. The Board on Aging formed in 1981. We
had five ombudsman. Today we have 15 outstanding regional om-
budsman and over 100 volunteers serving 95,000 clients in nursing
homes and assisted living facilities, and we also provide services
through the Medicaid waiver programs.

Nationally, ombudsman visited 79 percent of all nursing homes
on a quarterly basis last year, yet only 46 percent of assisted living
facilities and similar homes. Throughout the country, it has become
increasingly more difficult for ombudsman to participate in visits
for assisted living. The inability of Congress to provide sufficient
funding is certainly not the result of trying by the champions of the
long-term care ombudsman program, such as yourself, Chairman
Kohl, and the members of this committee. Each year the program
resolves hundreds and thousands of complaints and, interestingly,
77 percent of these complaints are resolved to the satisfaction or
partially resolved to the client’s needs.
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We spend time in nursing homes. If we are able to address the
needs of people living in assisted living with the same intensity as
we do the concerns in nursing homes, our numbers would be astro-
nomical.

The long-term care program offers significant protections to resi-
dents. The complexity and diversity of consumers today who live in
these facilities is growing. We have falls, medical mismanagement,
medication errors, pressure ulcers, and abuse situations, and unfor-
tunately they are on the rise. We spend a tremendous amount of
time investigating these incidents and also provide education and
guidance to facility staff to help prevent reoccurrences of these
problems.

Unfortunately, we are still confronted with the reality of inad-
equate resources, but we keep moving forward and protecting our
most vulnerable.

Resident and family councils are vehicles by which open commu-
nications are really important in order to deliver excellent quality
of life and care. When considering this reauthorization, it is impor-
tant with this requirement to maintain resident and family involve-
ment with the assistance of the ombudsman program.

Access to confidential information for ombudsman is critically im-
portant. We are recommending that this reauthorization ensure the
private and unimpeded access by individuals to ombudsman service
in a confidential setting, that it is not compromised. The sections
of this act relating to the process of and limitations and disclosure
of client information needs clarification and emphasis. It is impor-
tant that the text of the Older Americans Act clarifies that the pri-
vacy provisions of the Health Insurance Portability and Account-
ability Act, better known as HIPPA, do not impede the access to
resident health records by the ombudsman and representatives of
the program.

The Administration on Aging had declared in a memo that the
ombudsman program representatives are performing a health care
oversight function and they are not impacted by the HIPPA privacy
rules. Throughout the country we have more and more people that
can’t speak for themselves and who have no legally authorized rep-
resentative to speak on their behalf. It’s really our duty, and we
recommend that we add language to this act to encourage States
to intensify their efforts to educate the public on the value and im-
portance of completing documents to establish a trustee relation-
ship.

The Board on Aging and NASOP also support the recommenda-
tion to amend Title 2 to provide a base appropriation beginning at
$1 million to the National Ombudsman Resource Center. It has
proven to be a valuable site for ombudsman programs to obtain
training resources and technical assistance. It would be extremely
helpful to expand the center’s training capacity and ability to work
with State regulators to improve the investigative process used to
deal with resident complaints.

The Older Americans Act gives us a strong foundation and reau-
thorization gives us a window of opportunity to build an even more
robust demonstration of the Nation’s concern for our well-being of
our elders. It is extremely important that Congress and the aging
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network come together to strengthen our long-term care ombuds-
man programs to provide a safe and home-like environment.

On behalf of Wisconsin’s long-term care ombudsman program
and NASOP as advocates for the Nation’s most vulnerable facility
residents and consumers of long-term care, I thank you, Senator
Kohl, Ranking Member Corker, and the members of the committee
for allowing me to share our thoughts on the reauthorization.
Thank you.

[The prepared statement of Heather Bruemmer appears in the
Appendix on page 98.]

The CHAIRMAN. Thank you very much, Ms. Bruemmer.

Mr. Howell.

STATEMENT OF TIMOTHY HOWELL, CEO, SENIOR CITIZEN
HOME ASSISTANCE SERVICES, KNOXVILLE, TN

Mr. HOWELL. Thank you, Senators on the Special Committee on
Aging, for allowing me to address you today. As the CEO of Senior
Citizens Home Assistance Services that provides homemaker and
personal care to 20 counties in East Tennessee, I see elders and
people with disabilities every day that come to me with different
situations. Although their stories are different, their goal is the
same: to maintain their dignity. Their health may be fading and all
their mental status diminishing, but they are still human beings,
and their dignity should not be diminished over time.

Senior Citizens Home Assistance Services was formed in 1970
with a grant from the Older Americans Act as a study to see if peo-
ple could use homemaker services to stay in their homes. Since
then we have been on the battle of the forefront of maintaining dig-
nity for our elders.

The majority of the work that we do is through our homemaker
and personal care services. We screen, hire, and train caregivers to
travel to the home and provide light housekeeping, laundry, shop-
ping, companionship, transportation, and personal care like bath-
ing, feeding, toileting, and grooming. This year we will help over
2,500 people with over 300,000 hours of one on one care to stay in
their home.

The good news of this story is that the agency receives funding
from many different sources. We have a full fee private pay system
so those that can afford to pay for the services can, and then we
also receive money from Federal, State, Veterans Administration
programs. But I think one of the best things that we have and
something that we could have helped Senator Manchin with with
his question is that we have a sliding scale fee for people that do
not qualify for those government programs, but also may not have
the ability to pay the full fee. We have a sliding scale fee because
we are able to have fundraisers and we get United Way funding.
So if somebody comes to us that does not have—that has a gross
income that keeps them from the government programs, then we
are still able to help them even though they may have expenses
such as a home mortgage or medicines or things like that. So we
are still able to help them with a sliding scale fee, and they can
pay us like $7 an hour, $9 an hour, or $11 an hour, and so they
can still get the help that they need to stay in their homes.
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Partnerships are key, we have found, in the battle to provide dig-
nity. We get cleaning supplies donated to us from a local office
company so that—for those that cannot afford to purchase them,
and we also receive nonperishable foods from Second Harvest,
which is another 501[c][3] in our county, and that allows us to give
food to those that may not have the ability or the money to pay
gordtheir bills at the end of the month, and we can still get them
ood.

So if you’re looking for employment opportunities—and I under-
stand, Mr. Kohl, that you might be since you’re retiring—we can
hire you; we can train you to be a caregiver. In fact, our oldest
caregiver was born in 1921. She is 90 years old and she brings an
aspect to caregiving that a person my age cannot do. She is unique
with her companionship. She works about 20 hours a week, and
she’s able to talk to people and relate to them while she’s cleaning
their homes and helping them stay in their homes. So even on your
worst days, she can give you a smile that can brighten up your life.

In fact, over 50 percent of our 310 employees are older than 50.
We have a great caregiver training program that our RN and nurse
trainer uses to teach people to be a caregiver.

Even with all our programs to keep people in their homes, we re-
alize that the cost does become expensive at times as their need in-
creases. This is why we built Renaissance Terrace, a 48-unit as-
sisted living facility that charges $2200 per month for all the serv-
ices of an assisted living facility in the State of Tennessee. We are
able to keep the monthly fee low because we receive Federal, State,
and local government funding from Knox County and from the City
of Knoxville, as well as private donors and foundations to construct
the building. With the construction cost funded, we only have to
charge enough to pay for the operating costs, such as payroll and
supplies.

The people that live in our facility are able to pay for their help,
or the VA may help, or in some cases family members may help
pay for the fee. The important fact is that I am not here asking
you for more money to pay for my assisted living for the residents
of Renaissance Terrace. Through combining your one-time invest-
ment with other partners, we developed a program that can sustain
itself, sustain itself through the residents paying for their care.

I want to thank you for taking this challenge of providing care
to the elders and persons with disabilities while keeping their dig-
nity intact. I encourage you to look for solutions that can maintain
and support themselves with an investment from you, but I realize
that this will not always be the situation.

Again, I thank you for allowing me to be here, and I will answer
any questions that you may have.

[The prepared statement of Timothy Howell appears in the Ap-
pendix on page 103.]

The CHAIRMAN. Thank you, Mr. Howell.

I'd like to ask you, Mrs. Marshall. Your home-delivered meals,
how important is that in your day and in your week? What would
you do 1if you didn’t have the home-delivered meals system?

Ms. MARSHALL. Well, it’s hard to know, because I have been able
through my whole life to be independent. My son is worried about
the fact that I'm alone a lot of the time and he thought that there
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should be somebody looking in on me every day. So I ordered the
meals on wheels. I get it Monday, Wednesday, and Friday, and
there’s always someone there in case I should fall or some accident
of that sort.

So that takes care of 3 days a week, and it also helps me as far
as shopping and cooking for myself. The various foods that I get
are well-balanced and healthy. They sometimes need seasoning or
fixing up a little bit before you put them in the micro. But it’s a
very well-balanced, healthy diet, really, and I'm very grateful for
it.

On Tuesday and Thursday I'm on my own, and Saturday and
Sunday. But I have been very grateful for the fact that I have won-
derful sons handy to me and a daughter in New Hampshire who
has been a boon to me. I'm very grateful for the help of my chil-
dren. It may be a burden on them. I'm sure in many ways it is.
But I don’t hear about it.

The CHAIRMAN. How often do you talk to your daughter in New
Hampshire?

Ms. MARSHALL. Well, I really grew up in two communities. I had
a grandmother in New Hampshire who had a stroke in her 60s and
she lived—she could not speak very well, but she lived at home.
And my mother went up to New Hampshire in June every year
after school was done and took care of her or helped take care of
her, because she was in a wheelchair and completely unable to do
anything for herself.

In fact, I never really got to know her because she wouldn’t talk
very much. She would say “How be ya?” and that was about it. But
she was very much beloved by her family, and I have many pic-
tures of her in the wheelchair surrounded by family members.

There wasn’t such a thing as meals on wheels at that time. Gen-
erally, there were people, and in New Hampshire many country
people, because this was in the White Mountains, a village in the
White Mountains. So we really had two residences growing up. It
was a wonderful, wonderful experience.

The CHAIRMAN. Good.

To the other members of the panel, what is your principal rec-
ommendation to us as we go about reauthorizing OAA? Mr.
Richtman, would you like to give us your opinion?

Mr. RicHTMAN. Well, I think, as I mentioned in the testimony,
we feel it is very important that the committee take into account
ways to improve coordination of services, to identify the best prac-
tices, things that work in local communities, and make sure that
all of the agencies involved have the resources to replicate these
best practices around the country.

If I could, Mr. Chairman, to follow up on the question you asked
about home-delivered meals, and I hope this isn’t presumptuous,
but I could give this as a recommendation. You mentioned that I
was staff director of this committee in the 1980s and I was in-
volved in previous reauthorizations. There was a member of this
committee who was, shall we say, cynical about the Older Ameri-
cans Act activities, and one of the nutrition service providers from
that Senator’s State arranged to take that member of the Senate
to deliver meals on a truck. The reaction that the Senator had
when he met people who had no other way to get a hot meal or
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have any interaction with anybody turned him around, and he be-
came a strong advocate for the program.

So I would recommend some first-hand experience by members
of the committee with some of these programs.

The CHAIRMAN. That’s very good.

Mrs. Bruemmer.

Ms. BRUEMMER. Thank you. I think it’s really important that our
vulnerable residents in long-term care facilities have access to our
ombudsman services, which I addressed in my testimony. We have
so many people who are living in long-term care facilities that don’t
have family, and it’s important that the ombudsman, who is their
advocate, be able to express their best interests.

Secondly, I think we all know—and you recently had a wonderful
hearing on elder abuse. It is occurring in our world, unfortunately,
and it’s our duty to protect our most vulnerable people that we
serve. So it would be wonderful if we could get additional supports
and funding to provide training and prevention.

You know, we talk about prevention frequently, and it really
does make a considerable difference if we can educate people on
how to prevent. We provide prevention services in nursing homes
and assisted living to staff, and it really has a positive impact for
the people that they serve. And also supporting the National Om-
budsman Resource Center, which is such a tremendous support to
all the States in the Nation and really benefits our wonderful resi-
dents that we serve.

Thank you.

The CHAIRMAN. Thank you, Ms. Bruemmer.

Mr. Howell, what’s your principal recommendation?

Mr. HOwWELL. I would suggest looking for partnerships and fund-
ing opportunities that could be a one-time investment for the gov-
ernment, and then maybe those programs could sustain themselves
over time through private pay.

Then also I’'d like to say that through the single point of entry
system we need more case management from the providers at the
time that the help is being asked for. People go through many
questions to get into the enrollment process, at least I know in the
State of Tennessee they do, and they get asked those questions sev-
eral different times. So I think we need a system to where once you
are asked those questions once it is shared among the service pro-
viders and the case managers and the MCOs, so that you don’t
have to keep going back and asking that elderly person again and
again and again, now, what is your income, what is the help that
you need, and so forth. Because I know we are going to go out and
do an intake and we're looking for things like, does that person
have a pet, because I don’t need to send somebody as a caregiver
into a home that has cat allergies when that person has a cat. Or
if they smoke I don’t need to send somebody in that home that has
asthma.

So if we don’t know those things up front, we’re already setting
ourselves up for disaster in helping that person stay in their home
when we don’t get all the information that we need.

So those are my two recommendations, just shared information
among everyone and look for partnerships so that programs can
sustain themselves over time.
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The CHAIRMAN. Thank you very much, Mr. Howell.

Senator Corker.

Senator CORKER. Thank you, Mr. Chairman.

Ms. Marshall, thank you so much for being here. You mentioned
you hope you weren’t a burden for your children or grandchildren.
I know that’s not the case. I'm sure you’re a blessing, and there’s
probably a whole line of people in your community willing to adopt
you if they ever felt that was the case. We thank you very much
for being here and putting a face on an issue that all of us care
about. So thank you very much.

Mr. Richtman, I know as director of the National Committee to
Preserve Social Security and Medicare you’ve been very critical of
some legislation I've offered to get spending back to historic norms
over the next decade. I understand that, and that’s the world we
live in today.

Also, it seems you’ve been very resistant to changes to Medicare
that might make it sustainable. There are a lot of people in this
town that know Medicare is going to be insolvent or bankrupt in
the year 2024. There’s no getting around that. CBO even says by
2020. I'm wondering if you have put forth your own innovations or
changes to cause Medicare to be solvent and to cause it to be there
for seniors down the road?

Mr. RicHTMAN. Well, of course this isn’t the subject of this hear-
ing, but I will respond. I think the legislation you’re talking about
is the bill you authored with Senator McCaskill; is that correct?

Senator CORKER. That’s correct, yes.

Mr. RicHTMAN. The concern we have is we feel that some of the
process that legislation deals with will lead to dramatic cuts in the
programs we advocate for, and will do so in a way that—a more
indirect way that maybe politically is easier, but nevertheless the
impact would be the same.

On Medicare, you’re right, opposed to the bill that was defeated
yesterday in the Senate. It had passed the House. We feel that
Chairman Ryan’s proposal to deal with Medicare in effect elimi-
nates the program, turns it into something entirely different.

Senator CORKER. That really wasn’t what I asked, and I under-
stand that and I've read some of the things you’ve said about that.
But my question is have you offered your own solution, since put-
ting our head in the sand would mean that future wonderful people
like Mrs. Marshall would not be able to benefit from the program.

Mr. RICHTMAN. I was going to get around to that. We supported
the Affordable Care Act, which has some very significant improve-
ments in Medicare, and

Senator CORKER. Even with the Affordable Care Act, it’s insol-
vent in the year 2024. So I'm trying to ask

Mr. RiIcCHTMAN. Well, you know, were it not for the Affordable
Care Act, the Medicare program would be insolvent much earlier
than 2025, which is the date that the trustees have issued. It’s true
that the date of insolvency went back 4 or 5 years from pre-
vious——

Senator CORKER. Closer to today.

Mr. RicHTMAN. Closer to today. Now, a lot of that has to do with
the recession, less revenue coming into the program.
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Senator CORKER. Mr. Richtman, are you going to answer my
question?

Mr. RICHTMAN. I'm trying to, Senator.

Senator CORKER. Well, I wish you’d just get—have you offered
solutions to the program? I haven’t heard any. Instead of sandbag-
ging people that are, have you offered solutions?

Mr. RICHTMAN. Our solution, which I was trying to explain, in-
cluded the Affordable Care Act. That is a very positive improve-
ment of Medicare; added 12 years—I'd say that’s a pretty good so-
lution—added 12 years to the solvency of the program, added bene-
fits for seniors that they did not have before, such as preventive
care without any out-of-pocket costs. So I offer that as a solution.
I think it’s becoming more and more popular.

Senator CORKER. It’s very disappointing that someone in your po-
sition would stonewall a situation so important as this.

Let me ask you this. Chairman Kohl and I have both been very
fortunate in life, he far more than me, but we both have.

Mr. RicHTMAN. Me too.

Senator CORKER. Would you agree that it would be an appro-
priate thing for folks like Mr. Kohl and myself to have minimal, if
almost no, benefit, where, in other words, Medicare would be more
based on ability to pay, where we would have to pay far more for
the benefits of Medicare than someone else who might not have
been as fortunate? Would you agree that that would be at least a
portion of a solution, even though that would not solve it? Would
that be something that your organization would support?

Mr. RicHTMAN. No, we would not—you’re talking about, I as-
sume, means testing.

Senator CORKER. That’s exactly right.

Mr. RiICHTMAN. We are opposed to means testing both Medicare
and Social Security, and I'll tell you why. These programs, all the
polling shows that they are tremendously popular, because they're
insurance programs. People pay into them while they’re working,
and they receive the benefits. Means testing these programs turns
these programs into welfare. That’s what welfare is, a means-tested
program.

I've said this at many events that I participated in. If you ask
a group of seniors, how many of you are on Social Security, how
many of you are on Medicare, and usually at my meetings they all
are. And you say, how many of you are ashamed to be on these pro-
grams, nobody is. But if you ask them, would you be proud to be
on welfare, they wouldn’t. And I think turning these programs into
welfare programs, which is what means testing does, puts them in
a whole different category, and the support, tremendous majority
support for these programs, would dissipate.

So we're opposed to that.

Senator CORKER. Well, portions of Medicare already are means-
tested. What I hear you saying is youre more interested in
generational theft than you are in

Mr. RICHTMAN. That’s really not fair, Senator. Most of the sur-
veys we've done—in fact, we just did one with Celinda Lake—our
members, who are almost all on the program, they are just as con-
cerned that these programs be there for their children and their
grandchildren. And I feel that we reflect that, and really, I take
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issue with the charge that we’re interested in that kind of
generational warfare.

Senator CORKER. Well, I'm very disappointed that you've offered
no real solutions. But I look forward to talking with you in another
venue with that.

Mr. Howell, thank you so much for traveling up here. I notice
that, on the other hand, your organization does have a sliding scale
ability to pay, and you've found that to be something that’s very
uselgul. I wonder if you might describe that in a little bit more de-
tail?

Mr. HOweLL. I'd be glad to. When our board set up the nonprofit
in 1970 they wanted to be able to help everyone that came for as-
sistance to the agency. So the sliding scale fee was one good way
to do that. I think we have found many benefits from that, and one
of them being if we are going to United Way and asking them for
funds and let’s say they appropriate to us in Knox County some-
where around $120,000 and then we provide help to a person over
here and they are able to pay $7 an hour and that help costs us
somewhere around $18, $19 an hour, then we really only have to
come up with about another $11 per hour to get that funding.

So what that does is that allows that money to be stretched out
further and to help more people. So we don’t usually have a wait-
ing list for services, so if someone calls me I can usually get the
help out to them as quickly as they need it. I think that telephone
call is important because it’s saying, I've given up my ability to do
something in my life and so now I need help; will you come do
that? So we don’t have to put them on a waiting list to do so. We
can be there and help them.

I also think in a lot of ways it makes us more accountable be-
cause those people are paying for that service. So even—and that
sliding scale fee has increased over time. But even if they’re paying
$7 an hour, to a person that is in their 80s or in their 90s that’s
a lot of money to something that they consider to be a maid service
come in and helping them clean or getting them transportation or
helping them go grocery shopping, getting their medicines, and so
forth.

So that is a lot of money to them, and I think some of our proud-
est moments are when we get a check issued to us from someone
and it’s for $28, and that’s basically 4 hours of service, but on the
bottom of it it says “Thank you,” because how many people write
“Thank you” on the bottom of their checks when they pay their
bills? They do that because they know we are keeping them in
t}ﬁeir homes with some help. Just a little bit of help will keep them
there.

So I think the sliding scale fee has been a great system for the
people that we serve.

Senator CORKER. Thank you. And has there been any stigma at-
tached to that, as Mr. Richtman just alluded to?

Mr. HOWELL. In the services that we provide, no, sir, I don’t
know of any stigma attached to that. We do help people that qual-
ify for the government programs and they’re in those and the gov-
ernment is paying for them, and we also help people that have the
ability to pay the full fee. So our caregiver may go into the home
of a very wealthy person one day and then be in the home of a poor
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person the next day. We train them to treat them with the same
dignity across the board and with the same help when they go in
that home and provide that service to them.

Senator CORKER. Well, listen; thank you very much for being
here, and I look forward to the rest of your testimony.

Thank you.

The CHAIRMAN. Thank you very much, Senator Corker.

Senator Casey.

Senator CASEY. Thank you, Mr. Chairman.

What I'll do, for the record, is to submit questions for Mr. How-
ell, Ms. Bruemmer, and Max Richtman because I have a con-
stituent on the left there, the Mayor, former Mayor of York, and
I wanted to speak directly to her for a couple of minutes. You three
don’t mind, I don’t think, but I'm grateful. I appreciate all of your
testimony and the work that you do. I've known Max Richtman a
long time, and I appreciate his advocacy for many years on behalf
of older citizens.

But I did want to direct my maybe just a comment or two,
Mayor. First of all, once a mayor always a mayor, and we appre-
ciate your public service to the city of York. Being a Mayor, being
a member of City Council at any time, is a difficult job, and we ap-
preciate what you did and what you continue to do for the commu-
nity in York, and for your testimony today.

I was struck by some, a couple of lines in your testimony which
in some ways really summarized or encapsulated what we'’re talk-
ing about today, the Older Americans Act. I was looking at your
testimony, the last page of your testimony, when you say, and I'm
quoting: “Many recipients of services are like me. They just need
one or two little bits of help.” A pretty good summary of what a
lot of people need, and sometimes it varies.

Then you go on to say, and I'm quoting again just a line or two
beyond that, quote: “The act is flexible that way and allows the
senior to customize their care plan to just what they need to stay
healthy,” unquote.

We can often talk and talk in this town describing legislation
paragraph after paragraph. Rarely do we have a witness who’s able
to sum it up very directly and with the personal experience that
you have brought to this. You've been able to, through your testi-
mony today and I know in other ways, bring to life and be—in a
sense, bear witness to the benefits of these services. And we’re
greatly, greatly appreciative of that, because you didn’t have to do
that. You could have just lived with the benefit of these services,
but to travel here and to bring your story and your witness to this
is very, very important, and we’re truly grateful.

I know that the whole audience fell in love with you today. I
don’t think anyone who knows you is surprised by that. But we es-
pecially appreciate your testimony and your public service.

I guess the last thing I'd say is, again quoting you, you say a
paragraph later, quote: “The beauty of the Older Americans Act is
that it allows you to retain your dignity, health, and independ-
ence,” unquote. You have defined “independence,” and we’re grate-
ful that you're willing to share your story with us today. And if I
can think of an intelligent question I'll write it down and send it
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to you, but I think the answer to most of our questions is through
your testimony and through your personal witness.

Thank you very much.

Ms. MARSHALL. Thank you so much.

The CHAIRMAN. Thank you, Senator Casey.

I have also one last question for you, Mrs. Marshall. Might you
consider making a comeback in politics and running for Mayor?

[Laughter.]

Ms. MARSHALL. Well, I have been active in the grassroots, a
grassroots group, and I helped to rejuvenate the Democratic Party
because I'm a Roosevelt Democrat. I have always felt that when
people needed help they should have some programs that help
them, and it just shouldn’t be such a matter of who has wealth and
who hasn’t. Human life is precious.

The CHAIRMAN. Thank you.

Well, we thank all of you for being here today. This has been
very important to us as we continue with the reauthorization of
OAA. You have made an effort to be here today and it’s important
and you’ve made a big contribution. Thank you so much.

Thank you all for being here.

[Whereupon, at 3:38 p.m., the hearing was adjourned.]
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Written Testimony of
Former First Lady Rosalynn Carter
Rosalynn Carter Institute for Caregiving
Georgia Southwestern State University
Americus, Georgia

Before the Senate Special Committee on Aging
Thursday, May 26, 2011

“Family Caregiving Issues and the National Family Caregiver Support Program”

Chairman Kohl and members of the committee,

1 am pleased to be here this afternoon and to have this opportunity to speak about caregiving. My
interest in the issue goes back to my childhood when I was deeply influenced by how chronic
illness affected and shaped my family and by the dedicated and selfless efforts of family
caregivers.

Caregiving has been an integral part of my life since I was twelve years old and my father was
diagnosed with leukemia at the age of 44. We lived in a very small town — Plains has about 600
residents — and all the neighbors rallied round; but I still vividly remember going to my secret
hiding place — the outdoor privy — to cry. I was the oldest child, I felt the burden of needing to
help care for my father and my three younger siblings; yet I was scared and didn’t always feel
like being strong.

Less than a year after my father died, my grandmother passed away unexpectedly, and my
grandfather came to live with us. As he grew older, his needs increased. My mother cared for
him at home until he died at 95. During the last few years of his life, he was bedridden and
totally dependent on her, me and other family members, neighbors and friends for all his needs.

1 like to say that there are only four kinds of people in the world- those who have been
caregivers, those who are currently caregivers, those who will be caregivers and those who will
need caregivers. Valuing caregiving as a critical component of our nation’s healthcare system is
the impetus behind the work that we do at the Rosalynn Carter Institute for Caregiving (RCI).

The Institute was established in 1987 on the campus of Georgia Southwestern State University in
Americus, Georgia. We were really charting new ground when the RCI was formed. Our mission
targets supporting caregivers and their loved ones who are coping with chronic illnesses and
disabilities across the lifespan as well as limitations due to aging.

In the past 3 years, with the corporate support of Johnson & Johnson, we have convened groups

of experts in research, program planning, and policy development to examine the evidence-base
for caregiver support interventions and the initial efforts to translate evidence-based clinical
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research into a community setting. These evidence-based programs have been tested through
randomized-controlled clinical trials with the results published in peer-reviewed journals. We as
a nation cannot afford for our valuable caregiver support research to sit on a shelf - these
programs must be translated into a community setting so that our caregivers can benefit from
them. Without these supports, caregivers will experience significantly increased burden as well
as psychological and physical i1l health, resulting in an increased likelihood of premature
institutionalization of the care recipient and additional disability for the caregivers themselves.
Even with these early beginnings, we have found that evidence-based caregiver support
programs are effective and result in helping caregivers cope with the demands upon them,
reducing feelings of burden and stress, improving mental health, and delaying
institutionalization. 1-12 More efforts are needed to promote evidence-based programs into the
communities to support all caregivers.

Our nation is in need of a fundamental shift in how it values and recognizes caregivers especially
in view of the rapidly escalating number of older adults, many of whom live with chronic iliness
and disabilities. There are 39 million older adults in the U.S. today. By 2030, when all of the
baby boomers have reached age 65, the projected number of older Americans is expected to
reach 72 million, or roughly 20 percent (1 in 5) of the U.S. population. Approximately 6 million
adults over age 65 need daily assistance to live and that number is expected to double by 2030.
Approximately 80 percent of older Americans are living with at least one chronic condition, and
50 percent have at least two chronic conditions. 13

Most frail, elderly and disabled people live at home; and about 90 percent of the care they need
is provided by unpaid, informal caregivers. Many of these caregivers are frail and elderly
themselves. For many, the burdens of caregiving are enormous. Research studies have
repeatedly shown that family caregivers have an increased risk of experiencing depression, grief,
fatigue, and physical health problems secondary to exhaustion and self-neglect. 1216 Consider
these facts:

* Older people caring for spouses have a 63 percent higher mortality rate than those of a
similar age without caregiving responsibilities;

* The stress of caring for a person with dementia negatively impacts the caregiver’s immune
system for up to three years after caregiving ends, making them much more susceptible to all
kinds of illnesses;

e Caregivers report chronic conditions such as heart disease, cancer and diabetes at twice the
rates of non-caregivers;

e Up to 50 percent of caregivers report struggling with depression; and the rates are even
higher when caring for a loved one with dementia.

Our nation’s family caregivers are enduring both physical and mental problems --- and even
dying sooner — because of the responsibilities they have shouldered to care for their loved ones.
Yet without them, where would our country be? The demand for institutional care would
increase dramatically; and so would the overall costs. Our already over-taxed health care system
would be hard pressed to find the work force necessary to deliver high quality institutionalized
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care. And millions more older people would have to live out their final days deprived of the
comfort and security of being in their own homes.

The economic value of family caregivers is substantial. Experts have estimated that the services
provided by family caregivers are in excess of $375 billion annually. Benchmarks exist that may
help put this value in perspective. This figure is (1) more than total spending for Medicaid,
including both federal and state contributions for medical and long-term care (3311 billion in
2007) and (2); approaching the total expenditures for the Medicare program ($432 billion in
2007). 17

The RCI strongly advocates for re-envisioning support for the 65 million family caregivers in our
country. We recognize both a moral and economic imperative to fix the broken pipeline between
caregiving research and practice in this country. Should we fail to act now, the consequences for
care recipients will include increased rates of institutionalization, higher risks of abuse and
neglect, and decreased quality of life. For family caregivers, the consequences will involve
declining health and quality of life as well as reduced financial security. The overall impact on
our healthcare system will be to bear an unparalleled cost burden for expensive long-term care
management with less capacity due to lack of adequate resources.

We can avert this oncoming caregiving crisis. In order to do so, we must address the most
pressing unmet needs of family caregivers, including assessment of caregiver health, a lack of
adequate training, additional respite care, and greater access to support programs.

Last October the RCI released a very important report, Averting the Caregiving Crisis: Why We
Must Act Now. This report is the result of three years of intensive study which involved
hundreds of experts from around the country. Iurge each of you to read it carefully, for it
contains a blueprint for a new national initiative to support family caregivers. I want to highlight
just four recommendations that are relevant to this Committee’s work:

1) A National Quality Caregiving Task Force should be created to oversee the caregiving
initiative in the President’s Office with the possibility of shared leadership between the
Secretary of Health & Human Services and the Secretary of Veterans Affairs. The group
should include government and private sector leaders and be adequately staffed. Specific
activities to be undertaken by this Task Force should include: (1) developing a work plan
with priority goals and target achievement dates that focus on communicating a clear
vision of the caregiver support system to be created, its components and underlying
principles, role in the overall Home and Community-based System, and as a critical part
of overall healthcare reform; (2) formalizing and defining agency-specific roles in the
evidence-based program product/service development “pipeline” and creating a
coordinating body to guide the development and subsequent evaluation of evidence-based
programs for caregivers from basic research to implementation and sustainability in the
community; (3) defining responsibilities of national, state, and local entities in carrying
out the initiative; (4) identifying all related initiatives and their relevance to the current
effort; (5) developing public communication and liaison strategies to assure public
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awareness and input; and (6) facilitating public-private partnerships, the involvement of
faith communities, corporations and voluntary associations, in the work.

Assess and monitor caregiver health. We need to establish state-level systems to assess
and monitor caregiver health. One way to do this may be to utilize the Centers for
Disease Control and Prevention’s Behavioral Risk Factor Surveillance System’s
(BRFSS) caregiver module as part of the Older Americans Act funding. If states are
required to collect BRFSS data with the caregiver module every two years, they will be
able to identify populations of caregivers with unmet needs, provide much needed
information on tracking trends in caregiver health, and have data to inform the allocation
of resources and the development of programs to support caregivers.

Ensure the provision of evidence-based programs for caregivers. There is a need for
immersion of evidence-based caregiver support intervention programs into current state
and private agencies that provide services to older Americans. Knowledge about the
effectiveness of caregiver support programs should be rapidly generated and include
information about success in serving diverse communities, costs, and cost-effectiveness.
Following a public health model, systems of care within states and communities can be
augmented to assure that caregivers receive evidence-based interventions tailored to their
unique needs and level of risk. Specifically, a menu of services should be available to
support each caregiver at a level that is appropriate for that caregiver — much like one
might need a more intense dosage of a medication for a more severe illness.

My dream is that one day all programs for caregivers will be evidence-based, but I know
that this will not be easy to accomplish. At the RCI, we are building the expertise to do
so. Our corporate partner, Johnson & Johnson has a long history of working in this field
to better understand late life mental disorders. They were the first to conduct clinical
trials in nursing homes at a time when there was virtually little or no research being done
in these settings where the prevalence of depression and dementia is so significant,
Today they are investing to ensure that knowledge gained about dementia through
academic research is made easily available to the 15 million caregivers in communities
across the country dealing with this problem.

With Johnson & Johnson’s support, the RCI is arming caregivers with information and
tools that have proven to improve quality of life. We have introduced evidence-based
interventions in ten communities across the country. We also developed a technical
assistance program to make sure that participating organizations have the skills and
training necessary to ensure successful adoption of the new methods. Today we are
expanding this effort in partnership with the Georgia Department of Aging Services and
are very grateful for the support provided by AoA for this work. We are eager to share
the knowledge we have gained with you.

Continue funding for the National Family Caregiving Support program. Medicaid home
and community-based waiver programs should be expanded to allow for maximum
flexibility to support family caregivers with “wrap-around” services and supports that
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achieve cost-effectiveness. Additionally, after grant funding by the Administration on
Aging ends for successful demonstrations (that is those demonstrations that are cost
effective and achieve the desired outcomes), the Centers for Medicare and Medicaid
Services should continue funding these programs through a waiver or other mechanism.
One such legislation that may be able to provide the needed support is the “CLASS Act”
(Community Living Assistance Services and Supports Act), a provision under the enacted
Patient Protection and Affordable Care Act, to support the development of a new national
long-term care insurance program, with inclusion of caregiver support, education and
training as components of plan benefits.

As RCI looks to the future to successfully avert the caregiving crisis facing our nation, it is our
position that all sectors of government work together to develop timely and effective solutions.
To that end, the RCI has met with representatives from the Administration on Aging, (AcA), the
Centers for Medicare & Medicaid Services (CMS), Department of Health and Human Services,
Office of Disabilities (OD), and the Veterans Administration (VA). RCI has upcoming meetings
with these key federal agencies and would be delighted to come back before the committee to
update you on outcome oriented recommendations that have evolved from these meetings.
applaud the Senate Special Committee on Aging for its efforts to focus on ways to help our
health and long-term care system to support and sustain America’s family caregivers.
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AVERTING THE CAREGIVING CRISIS:

Why We Must Act Now

L PROLOGUE

The Rosatynn Carter Institute for Caregiving (RCI) was established in 1987 at Georgia Southwestern
State University (GSW) in Americus, Georgia. RCI was formed in honor of former First Lady Rosalynn
Carter, an alumna of GSW, to enhance her long-standing commitments to human development, caregiving
and mental health. At its core, the mission of RCl is to foster local, state and national partnerships
committed to building quality long-term, home and community- based services. RCI’s focus includes
supporting caregivers and their loved ones who are coping with chronic illnesses and disabilities across the
lifespan.

This report is based on RCI’s more than three years of intensive study of the caregiving process,
evidence-based programs to help family caregivers, and current translational strategies for making effective
programs widely available to caregivers. Our efforts began in 2007, with funding from one of our corporate
partners, Johnson & Johnson. We endeavored to bring together experts in research, program planning, and
policy development in support of family caregivers. A national summit was convened with over 300 leading
caregiver researchers and agency leaders from around the country to examine the evidence-base for caregiver
support interventions and the extent to which it was being applied in practice. One of the summit’s key
findings was that although many interventions with proven positive outcomes for caregivers have already
been developed, most have not been translated into programs at the community level. Without these
supports, caregivers will experience significantly increased burden as well as psychological and physical ill
health, resulting in an increased likelihood of premature institutionalization of the care recipient and
additional disability for the caregivers themselves.

The consensus reached among summit participants was that our nation is in need of a fundamental
shift in how it values and recognizes caregivers. Following the summit, RCI convened six national meetings
to share findings across key stakeholders and develop consensus about recommendations for change.
Additionally, RCI launched several other key initiatives. The first was the development of a network of
community coalitions (CARE-NETS) that provides a forum for addressing the needs of caregivers in a
concerted and coordinated way. The second was embarking on a new venture called the National Quality
Care Network (NQCN) as a vehicle for innovation, information sharing, and stimulating partnerships for
action in our communities. The NQCN is a learning collaborative comprised of community-based
demonstration sites and program developers working to implement, disseminate, and maintain effective
translational strategies. Ultimately, the NQCN aims to create supportive policies and secure long-term,
sustainable funding for the integration of caregiver programs within community systems. The third initiative
was the distribution of more than $1 million in grants to the NQCN to support the timely dissemination and
wide accessibility of effective caregiver interventions. The fourth initiative is RCI’s CARE Report that will
share the translational experiences of providers who have successfully integrated evidence-based programs
for caregivers into their respective healthcare settings.

RCI strongly believes that a National Caregiving Initiative is necessary to provide an umbrella for
disparate caregiving efforts across Federal, state, and local agencies, the private sector, voluntary health
organizations, corporations, and private philanthropy. To avert the caregiving crisis, it is critical for us fo
begin the dialogue that will create momentum and focus to address family caregiver issues as part of overall
healthcare reform. The recommendations delineated in this paper represent RCI's effort to launch this
national dialogue.
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II. EXECUTIVE SUMMARY

While there is no universally agreed-upon definition, the terms “informal caregiver,” “unpaid
caregiver,” and “family caregiver” are often used interchangeably to refer to the estimated 65.7 million
Americans who have provided unpaid assistance to an adult or child with functional and/or cognitive
limitations. These dedicated caregivers provide between 80 to 90% of the long-term care provided at home
to over nine million elderly or disabled individuals.

Today’s caregivers are responsible for providing a wide range of assistance to their loved ones, often
involving complex nursing care (e.g., respiratory care, medication management and dispensing, medical
monitoring), cognitive support (e.g., management of delirium or agitation, ensuring safety), and care
management, both in home (e.g., supervision) and out of home (e.g., arranging medical care appointments).
Although the amount of weekly care provided by family caregivers varies greatly, reports have consistently
documented that a “typical” caregiver provides an average of 21 hours of care per week. For care recipients
who require extensive dependent care, such as persons with Alzheimer’s disease, the estimated 9.8 million
caregivers provide 8.4 billion hours of care each year.

Estimates have consistently projected that the need for family caregiving in the United States (U.S.)
will escalate significantly in the coming decades. This increase in demand can be attributed to several key
trends, including an aging demographic, increased longevity, the growing burden of chronic illnesses, and an
overburdened formal healthcare system. Not only are more Americans living longer but the proportion of
older adults in the U.S. population (i.., 65 years or older) is growing rapidly. There are 35 million older
adults in the U.S. today. By 2030, when all of the baby boomers have reached age 65, the projected number
of older Americans is expected to reach 71 million, or roughly 20 percent (1 in 5) of the U.S. population.
Approximately 6,000,000 adults over age 65 need daily assistance to live and that number is expected to
double by 2030. About 80 percent of older adults have at least one chronic condition such as arthritis,
hypertension, heart disease, diabetes, and respiratory disorders. Over 50 percent of older adults have at least
two chronic conditions. Although chronic conditions can often be controlled or alleviated with medications,
healthy lifestyle choices (e.g., smoking cessation, physical activity and good nutrition), and other therapies,
many chronically ill adults become frail or incapacitated, resulting in an increased need for dependent care.-

Experts have estimated that the econotnic value of services provided by family caregivers is in
excess of $375 billion annually. This figure is (1) as much as the total expenditures for the Medicare
program ($342 billion in 2005); (2) more than total spending for Medicaid, including both federal and state
contributions for medical and long-term care ($300 billion in 2005); (3) far more than the total spending
(public and private funds) for nursing home and home healthcare in the U. 8. (8206.6 billion in 2005); and
(4) more than four times the total amount spent on formal (paid) home care services ($76.8 billion in 2005).

Although we know that many caregivers experience no adverse health effects related to
caregiving, 20% to 30% fare very poorly. These caregivers are often more prone to depression, grief,
fatigue, and physical health problems, all of which may have roots in stress, exhaustion, and self-neglect.
Increased use of alcohol, smoking and other drugs are not uncommon, as are poor health behaviors such as
inadequate diet, exercise, and sleep. Additional risks are a suppressed immune system leading to frequent
infection and an increased risk of heart disecase, diabetes, stroke and premature mortality. Caregivers
experience chronic conditions at nearly twice the rate of noncaregivers. Although individuals who take on
the caregiving role are generalty physically healthier than those who do not, evidence suggests that at least
one in ten caregivers report caregiving as the cause of their physical health’s deterioration.

Rosalynn Carter Institute for Caregiving 5
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It is imperative that we recognize that the confluence of our overburdened healthcare system with an
aging population has created both a moral and economic imperative to fix the broken pipeline between
caregiving research and practice in this country. Should we fail to act now, the consequences for care
recipients will include increased rates of institutionalization, higher risks of abuse and neglect, and decreased
quality of life. For family caregivers, the consequences will involve declining health and quality of life as
well as reduced financial security. The overall impact on our healthcare system will be to bear an
unparalleled cost burden for expensive long-term care management with less capacity due to lack of adequate
resources.

We can avert this oncoming caregiving crisis by re-envisioning support for family caregivers. In
order to do so, we must address the most pressing unmet needs of family caregivers, including a lack of
adequate training, additional respite care, and greater access to support programs. To address these unmet
needs, RCI strongly advocates that the following twelve imperative actions across three focus areas,
including (2) Research and Development, (b) System Design, and (c¢) Public and Tax Policy, are adopted
through a National Caregiving Initiative:

A. RESEACH AND DEVELOPMENT

Recommendation 1: Leadership and Coordination. There must be top-level direction that promotes
integrated planning and action in order to increase the efficiency and speed of development of this proposed
system, to minimize conflicts and duplication of efforts, and to assure accountability for outcomes. A
National Quality Caregiving Task Force should be created to oversee this initiative in the President’s Office
with the possibility of shared leadership between the Secretary of Health & Human Services and the
Secretary of Veterans Affairs. The group should include government and private sector leaders and be
adequately staffed. Specific activities to be undertaken by this Task Force should include: (1) developing a
work plan with priority goals and target achievement dates that focus on communicating a clear vision of the
caregiver support system to be created, its components and underlying principles, role in the overall Home
and Community-based System, and as a critical part of overall healthcare reform; (2) formalizingand
defining agency-specific roles in the evidence-based program product/service development “pipeline” and
creating a coordinating body to guide the development and subsequent evaluation of evidence-based
programs for caregivers from basic research to implementation and sustainability in the community; (3}
defining responsibilities of national, state, and local entities in carrying out the initiative; (4) identifying all
related initiatives and their relevance to the current effort; (5) developing public communication and liaison
strategies to assure public awareness and input; and (6) facilitating public-private partnerships, the
involvement of faith communities, corporations and voluntary associations, in the work.

R dation 2: Monitor Caregiver Health. We need to establish state-level systems to monitor
caregiver health by requiring states to adopt the Behavioral Risk Factor Surveillance System’s (BRFSS)
caregiver module as part of Older Americans Act funding. If states are required to collect BRFSS data every
two years, they will be able to identify sub-populations of caregivers with unmet needs, provide much
needed information on tracking trends in caregiver health, better allocate Older Americans Act funding and
other resources, and begin to develop programs that are in line with strategic priorities.

Recommendation 3: Outreach and Public Education. We need to reach caregivers at risk of ill health due
to high burden. We must educate the public about the critical and often difficult role of caregiving and
empower communities to assist caregivers in their work. A national outreach and public education campaign
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should be funded by the Department of Health and Human Services using resources of the Centers for
Medicare and Medicaid Services, Centers for Disease Control and Prevention, and Administration on Aging.

Recommendation 4: Professional Development. It is imperative that persons who actively work with
family caregivers (e.g., professionals, paraprofessionals and volunteers), be equipped with the skills
necessary to assure an effective and snccessful working relationship. Skills training should encompass
implementation protocols specific to culturally-sensitive, evidence-based programs for family caregivers.
The provision of licensing and certification in evidence-based program implementation should be made
affordable and widely available.

Recommendation 5: Accelerate R ch and Development. Knowledge about the effectiveness of
different systems of caregiver support should be rapidly generated, and include information about success in
serving diverse communities, costs, and cost-effectiveness. Multi-site demonstration projects should be -
initiated to test the effectiveness of different configurations of evidence-based programs within the Center for
Innovation at the Centers for Medicare and Medicaid Services. All future caregiver demonstration projects
should be encouraged to examine and publish comparable cost-effectiveness and cost-efficiency data.

B. SYSTEM DESIGN

Recommendation 6: Establish Services in Natural Settings to Improve Access. We need to facilitate
access to support programs for caregivers. Caregivers are more likely to access needed services in the course
of their normal activities and responsibilities, such as while visiting their doctor or taking their loved one to
the doctor, upon hospital admission and discharge, through the faith community, and while at work. We
recommend providing opportunity grants, training and technical assistance to help diverse agencies and
organizations build capacity to provide evidence-based programs for caregivers.

R dation 7: Make Professional Assessment and Triage Available to All Caregivers. Caregivers
should be provided access to skilled professionals who can routinely perform culturally competent caregiver
risk and needs nents. Assessments should result in a care plan specifically related to the level of risk
identified and should contain specific and measurable outcomes. Routine assessments already being
conducted by healthcare providers (hospital discharge, home care, outpatient rehabilitation) or government-
funded (Area Agencies on Aging) should be revised to include a caregiver component. Moreover,
government and other third-party payers should reimburse healthcare providers for conducting a caregiver
assessment,

Recommendation 8: Assure Caregiver Services are Evidence-Based, Culturally-Sensitive, and Tied to
Caregiver Programs. A standard of care within the aging network should be adopted that offers a menu of
service options and interventions of increasing intensity to address the varying needs of caregivers based on
their levels of risk. One approach would be to revamp the National Family Caregiver Support Program to
ensure the provision of evidence-based programs.

Recommendation 9: Establish a National Resource Center on Evidence-Based Caregiver Programs.
Information on implementing and translating evidence-based programs for caregivers should be centralized
to support widespread adoption across communities. A National Resource Center should be authorized and
funded to track successful implementation and translation activities and assure that guidance and training
processes are in place. A special focus at the National Resource Center should be placed on culturally
appropriate programming.
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R dation 10: Technical Assistance for Providers. Affordable and culturally-sensitive technical
assistance networks should be created to ensure widespread and effective implementation of evidence-based
programs for caregivers. These networks could be university or community-based that tap into local and
national expertise in capacity building, evaluation, and systems design.

C. PUBLIC AND TAX POLICY

Recommendation 11: Tax and Public Policy Changes. It should be a national goal to preserve family
caregiving as a viable option by protecting families from economic hardship associated with caregiving, and
to create incentives for family caregivers to increase their skill level to provide sustained higher-quality care.
A caregiver credit should be designed under the Social Security System as suggested by the General
Accounting Office. Such a credit would: (1) allow a specified amount of caregiving time (3 to 4 years), to
count as covered employment, and assign a wage to that time; (2) exclude a limited number of caregiving
years from the benefit calculation so that earnings are averaged over fewer years; or (3) supplement
caregivers® retired worker benefits directly, in proportion to the time they took time out of the workforce for
caregiving. Tax credits should be made available to family caregivers, such as those proposed in the CARE
Act in the 110th Congress and currently under consideration in several states (Caregiver Assistance and
Relief Act, 2007). To combat caregivers leaving the workforce, there should be a policy mandate for flexible
work arrangements wherever feasible. Incentives should be created for family caregivers to participate in
evidence-based programs that increase their skills and knowledge. Tying tax credits to caregiver
participation in such programs also should be strongly considered. Additionally, government entities and
other payors should provide vouchers for care recipients to pay minimum wage to family caregivers upon
completion of required training.

Recommendation 12; Targeted Investments and Sustainable Funding. It should be a national priority to
support the development of an essential infrastructure to serve family caregivers, and to promote adoption,
implementation, and maintenance of the most effective programs. Investment should be made in an
expanded nationwide caregiver support system that makes evidence-based programs for caregivers widely
available and easily accessible. Funding for the Alzheimer’s Disease Supportive Services Program of the
Administration on Aging should be expanded, and additionat funding should be provided for the National
Family Caregiver Support Program for program expansion. Medicaid home and community-based waiver
programs should be expanded to allow for maximum flexibility to support family caregivers with “wrap-
around” services and supports that achieve cost-effectiveness. Additionally, after grant funding by the
Administration on Aging ends for successful demonstrations, the Centers for Medicare and Medicaid
Services should continue funding these programs through a waiver or other mechanism. Moreover, the
“CLASS Act” (Community Living Assistance Services and Supports Act), a provision under the enacted
Patient Protection and Affordable Care Act, should be quickly implemented to support the development of a
new national long-term care insurance program, with inclusion of caregiver support, education and training
as components of plan benefits.

As RCI looks to the future, to successfully avert the caregiving crisis facing our nation, it is our
position that all sectors of society must come together in new ways to develop effective and timely solutions.
The broad and coordinated response outlined in RCI’s National Caregiving Initiative will require a
fundamental shift in how we, as a country, recognize the invaluable contributions of family caregivers as the
true backbone of our nation’s long-term care systen.
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HI. THE EMERGING CAREGIVER CRISIS
A.  Who Are Family Caregivers: An At-A-Glance Look

While there is no universally agreed-upon definition, the terms “informal caregiver,” “unpaid
caregiver,” and “family caregiver” are often used interchangeably to refer to adults who provide assistance to
relatives, neighbors or family members who are frail, ill or disabled.! Today, an estimated 65.7 million
Americans serve as unpaid family caregivers’, providing approximately 80 to 90% of the long-term care at
home to over nine million elderly or disabled individuals.*®

<

Although the majority of family caregivers are women (66%), the proportion of men serving as
caregivers is growing.> While most family caregivers are spouses of care recipients’, others may be the care
recipient’s child, sibling, grandchild, or close friend. Caregivers are culturally diverse, representing a milieu
of racial and ethnic backgrounds including non-Hispanic White (72%), African-American (13%), Hispanic
(2%) and Asian-American (2%).” With regards to education level, four in ten caregivers are college
graduates (43%), although three in ten have had a high school level education or less (29%).2

A “typical” family caregiver is an average age of 49.2 years and has served as a caregiver for about
4.6 years.” An estimated 13% of caregivers caring for older adults are themselves aged 65 or older.” Over
73% of caregivers report being employed while providing care to a loved one, 50% of whom have had to
make work-related adjustment (e.g., taking frequent time off, reducing to part-time work hours, or taking a
leave of absence) in order to be a caregiver.*® Employed caregivers are evenly split between blue- and
white-collar workers,” with four in ten caregivers reporting a houschold income of $50,000 or less.?

B.  What Do Family Caregivers Do: An Overview of Activities

Family caregivers are responsible for providing a wide range of assistance to their loved ones. An
estimated 56% of caregivers provide hands-on assistance with one or more activities of daily living (ADLs),
such as eating, bathing, dressing, toileting, and transferring.” In addition, caregivers often help the care
recipient with instrumental activities of daily living (IADLS) including transportation, housework, grocery
shopping, meal preparation, managing finances, and performing medical therapies or treatments. On
average, family caregivers help with at least two ADLs and four 1ADLs.?

When defining the work of caregiving in the context of ADLs and IADLSs, it is important to
acknowledge that such tasks are not simple in nature. Rather, they often require complex nursing skills (e.g.,
respiratory care, medication management and dispensing, medical monitoring), cognitive support (e.g.,
management of delirium or agitation, ensuring safety), and care management, both in home (e.g.,
supervision) and out of home (e.g., arranging medical care appointments). In fact, a growing number of
researchers and advocates in the field of caregiving have expressed that ADLs and IADLs fail to adequately
capture the true work of family caregivers by ignoring the context of caregiving.!® To address this gap,
researchers have proposed that the following additional contextual features of caregiving be considered when
assessing a caregiver’s true workload: (1) frequency of care provision — whether care is required rarely,
frequently but with predictability, or frequently in unpredictable ways; (2) caregiver’s proximity to the care
recipient — whether the caregiver resides in the same household as the care recipient, or within a close
distance, or whether they are distant caregivers; (3) effort — how much effort is required to provide care, from
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persuading to complete guidance and control; and (4) participation level of the care recipient — whether it is
active, passive or resistant.!

Although the amount of weekly care provided by family caregivers varies greatly, reports have
consistently documented that most caregivers provide an average of 21 hours of care per week 2%B For care
recipients who require extensive dependent care, such as persons suffering from Alzheimer’s disease, an
estimated 12.5 billion hours of care are delivered each year by approximately 10.9 million caregivers. 1
While most caregivers take on the brunt of caregiving themselves, many require additional hands-on support
to meet the daily needs of the care recipient. Reports documenting the prevalence of secondary support
sources indicate that 66% of family caregivers say at least one other unpaid caregiver helps their care
recipient and another 35% of caregivers rely on paid help from aides, housekeepers, or others to help their
care recipient.” '

Regardless of the approach used to capture the extent and activities of caregiving, it is irrefutable that
family caregivers constitute one of the most pervasive sources of support for people who need assistance due
to frailty, illness or disability. Simply put, the enormous and valuable contributions of family caregivers is
unquestionably helping to sustain our nation’s long-term care system.”

C.  Why Are Family Members Invaluable but Neglected Partners in the
Healthcare Paradigm

1. Escalating Need for Family Caregiver Services

Estimates have consistently projected that the need for family caregiving in the U.S. will escalate
significantly in the coming decades.*® This increase in demand can be attributed to several key trends,
including an aging demographic, increased longevity, the growing burden of chronic illnesses, and an
overburdened formal healtheare system.>*'®

i Aging Demographic, Increased Longevity and the Growing Burden of Chronic
THnesses

Not only are more Americans living longer but the proportion of older adults in the U.S. population
(i.e., 65 years or older) is growing rapidly.'® Today, there are 35 million older adults in the U.S."”” By 2030,
when all of the baby boomers have reached age 65, the projected number of older Americans is expected to
reach 71 million, or roughly 20 percent (1 in 5) of the U.S. population®.

Approximately 6,000,000 adults over age 65 need assistance with activities of daily living , a number
expected to double by 2030.%'® Among the U.S. population, there has been an increase in the number of
individuals with a reported disability from 44.1 million in 1999 to 47.5 million in 2005, comprising 21.8% of
all Americans.’® Over one-third of those reporting a disability are from the aging baby boomers.’ Tt has
been speculated that these higher rates of disability may be due to the rapid population growth among
African-American and Hispanic communities, where higher proportions of conditions such as obesity and
diabetes adversely impact functional abilities and health status,'®'

About 80% of older Americans have at least one chronic condition such as arthritis, hypertension,
heart disease, diabetes, and respiratory disorders.”™" Over 50% of older adults have at least two chronic
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conditions to manage. While chronic conditions can often be controlled or alleviated with medications,
healthy lifestyle choices (e.g., smoking cessation, physical activity and good nutrition), and other therapies,
many chronically ill adults become frail or incapacitated, resulting in an increased need for dependent

4,16,20
care.

ii. Overburdened Formal Healthcare System

With an aging population, an increase in disability rates, and the pressing need to effectively manage
care for Americans living longer with chronic illnesses, there are growing concerns about our formal
healthcare system’s capacity to meet the needs of the public. One of the primary concems is the lack of
sufficient numbers of healthcare professionals needed to render care. By 2030, the U.S, will need an
additional 3.5 million formal healthcare providers, a 35% increase from current levels, just to maintain the
current ratio of providers to the total population.*

Among healthcare professionals, nurses are at the forefront of providing long-term care at both
institutional settings and the care recipient’s home. Since the late 1990s, our nation has faced a shortage of
qualified nurses.”’ Today, there are nearly 20,000 nurse vacancies in long-term care settings.”” The current
nursing shortage is projected to affect healthcare untit 2020.2 Unlike past shortages, this one results from a
broad set of factors, including an aging population, fewer young workers entering the healthcare workforce,
an aging nursing workforce, increased employment options for women, and increased dissatisfaction with the
workplace.2?

Another resource limitation causing concern is institutional capacity. According to national surveys,
the overall occupancy rate for the 1.7 million beds across nursing homes is about 86%, with wait lists being
common place at many institutions given the average length of stay is 835 days for a typical nursing home
resident.®? In addition to nursing home capacity limitations, home health agencies are projected to
experience significant challenges in meeting the needs of care recipients. Recent reports from the Visiting
Naurse Agencies (VNAs) indicated a 10% vacancy rate for registered nurse positions, and 59% of VNAs
report that they are forced to decline patient referrals weekly due to staffing limitations.”

2. Recognizing the Unparallel Contributions of Family Caregivers

Healthcare expenditures in the U.S. are currently about 18% of the Gross Domestic Product (GDP),
and this share is projected to rise sharply.”” The total amount our nation spends on long-term care services
alone is about $206.6 billion.™® If healthcare costs continue to grow at historical rates, the share of GDP
devoted to healthcare in the U.S. is projected to reach 34% by 2040.3 At present, the U.S. spends about
$7,400 per person on healthcare each year. Adults aged 65 and older have the highest healthcare spending,
averaging $8,776 per person in 2006. Experts estimate that chronic diseases are responsible for 83% of all
healthcare spending.* Approximately 96% of Medicare spending and 83% of Medicaid spending is for
people with chronic conditions. Healthcare spending for a person with one chronic condition, on average,
is two and a half times greater than spending for someone without any chronic conditions. The average
annual healthcare coverage cost for people with a chronic condition is $6,032, five times higher than for
people without such a condition.*® Nationwide, the median nursing home cost is $74,000 a year, but costs
can easily reach $100,000 a year in some parts of the country. Assisted living facilities average $36,000 per
year, and home health services average $29 per hour,*
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Without the unparallel contributions of family caregivers, our formal healthcare system would be
completely bankrupt. The unpaid services provided by family caregivers have a substantial economic value
that vastly exceeds the value of paid care. The estimated unpaid contributions of family caregiving was
valued at about $375 billion (2007 dollars), up from an estimated $350 billion (2006 dollars).® A few
benchmarks can help put this figure in meaningful context. The estimated $375 billion is:

1. Asmuch as the total expenditures for the Medicare program (3342 billion in 2005).

2. More than total spending for Medicaid, including both federal and state contributions and both
medical and long-term care ($300 billion in 2005).

3. Far more than the total spending (public and private funds) for nursing home and home healthcare in
the U. S. ($206.6 billion in 2005).

4. More than four times the total amount spent on formal (paid) home care services ($76.8 billion in
2005).

Although family caregivers are saving our economy billions annually, caregiving can be financially
devastating. Caregivers may be forced to dramatically cut their work hours or quit their jobs in order to
continue to provide care to their loved ones, resulting in not only lost wages for caregivers but also lost
Social Security benefits. Over their lifetime, it is estimated that a family caregiver will experience about
$659,000 in lost wages, pensions, earned interest, employer-matched retirement savings and Social Security
benefits.”** In addition, many family caregivers struggle financially as they spend their own money for
home modifications, medications, groceries, and other expenses.”® Recent studies have documented that
about half of caregivers contribute financially to their loved ones, spending an average of $200 per month
(82,400 per year). Caregivers who have the greatest level of caregiving burden report spending
approximately $324 per month ($3,888 per year) out of pocket.”?

3. The Plight of Family Caregivers: Impact of Caregiving on the Caregiver’s Health and
Quality of Life

Today’s family caregivers face an array of new challenges, including smaller, more geographically
dispersed families, competing childrearing duties, and the need to balance work and caregiving. In addition,
the type of assistance that caregivers provide has changed considerably. Today’s care is of longer duration,
often lasting five or more years, Caregiving is more technically and physically demanding, requiring
performance of tasks that only skilled nurses performed just a decade ago.” Care recipients are often released
from hospitals “quicker and sicker”, resulting in family members being responsible for skilled nursing care
with minimal preparation or training.**® Thus, the “home hospital” has become a reality. These
circumstances create additional physical and emotional stress for caregivers, thereby adversely impacting
their overall health, well-being and quality of life.

The impact of caregiving on the caregiver has become the subject of heightened concern. Research
studies have repeatedly shown that family caregivers have an increased risk of experiencing depression,
grief, fatigue, and physical health problems secondary to exhaustion and self-neglect.>™” In general,
women caregivers report more stress and suffer from greater morbidity as a result of caregiving than men
caregivers.*™ Moreover, the increased use of alcohol, smoking and other drugs are common as coping
strategies among caregivers, as is poor health behaviors such as inadequate diet, exercise, and sleep.”?
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Additional health risks associated with caregiving include a suppressed immune system leading to frequent
infections, and an increased risk of heart disease, diabetes, stroke and other chronic conditions >161944

The plight of family caregivers has been acknowledged as a critical public health issue because
caregiving impacts both the care recipient and the caregiver.' To avert caregivers becoming care recipients
themselves, the need for supportive action is pressing,*® 46

D. When Should We Act: Averting the Family Caregiver Crisis Now

Tt is imperative that we recognize that the confluence of our overburdened healthcare system with an
aging population has created both a moral and economic imperative to translate caregiving research into
effective community programming in our country. Should we fail to act now, the consequences will be
multi-fold for care recipients, family caregivers, and our nation’s formal healthcare system.

The inability to successfully support family caregivers will likely have disastrous consequences. The
consequences for care recipients will be increased rates of institutionalization, higher risks of abuse and
neglect, and decreased quality of life. 45! The consequences for family caregivers will involve declining
health and reduced financial security.>'%* There will also be overall consequences for our healthcare system
including an unparalleled cost increases for expensive long-term care management.

‘With the recent enactment of the Patient Protection and Affordable Care Act (PPACA), our nation
has taken a promising step toward recognizing the need for inclusion of family caregivers as valued partners
to formal home and community-based service providers.”® The PPACA emphasizes the importance of care
coordination between family and formal caregivers as a means of removing barriers to accessing care.
Furthermore, it requires programs to facilitate shared decision-making between patients, their formal health
care providers, and their family caregivers. Moreover, the PPACA mandates provisions for family caregiver
instruction and training on the management of psychological and behavioral aspects of dementia,
communication techniques for working with individuals who have dementia, and proper medication
management. Although the impact of the PPACA on addressing the many support needs of family
caregivers remains unknown, it is an encouraging component of health care reform legislation.

IV. RE-ENVISIONING SUPPORT FOR FAMILY CAREGIVERS
A.  The Unmet Needs of Family Caregivers

As a nation, we must re-envision support for family caregivers if we are to sustain the backbone of
our long-term healthcare system. In order to do so, we must address the most pressing unmet needs of family
caregivers, including the lack of adequate training, respite, and access to support programs.

Despite home-based medical technologies becoming more widely available, to date little attention
has been directed toward identifying, developing, and disseminating the education and training needed to
provide care recipients and their caregivers with the skills they need to manage complex technologies and
treatment regimens.”>***® Family caregivers often need to perform complex medical tasks such as wound
care and coordinate patient care, make decisions and solve problems while they prepare meals, provide
assistance with toileting and bathing, and run the household. Difficulties in care provision are frequently
compounded if the care recipient has cognitive or neuropsychological symptoms.”’ Today’s caregivers not
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only face physical and emotional health risks, but many also do not feel prepared with the skills and
knowledge they need to provide sustained care for a person with a chronic illness.”” To be successful in their
roles, caregivers require information, access to resources and support to facilitate their role.

Research has consistently shown that family caregivers have concerns in five areas: (1) dealing with
change, (2) managing competing responsibilities and stressors, (3) providing a broad spectrum of care, (4)
finding and using resources, and (5) addressing emotional and physical responses to care. ¥ Many studies
have documented that these areas of concern remain inadequately addressed > Unfortunately, far too
often, caregivers report receiving insufficient guidance from their healthcare providers, not knowing how to
perform caregiver roles or access and utilize existing resources, and lack of familiarity with the type and
amount of care needed.®*° As a response, the Institute of Medicine has recommended that family caregivers
receive training to improve the care received by older adults and to lessen the strain on these caregivers.*
Similarly, the American College of Physicians has issued recommendations that physicians develop care
plans that are patient- and caregiver-specific and provide information, training, and referrals to support those
plans.®! Office visits and hospitalizations are opportunities for physicians to assess caregiver well-being and
listen to their concerns. Physicians may provide appropriate education and social service referrals and
identify needs for future patient placement or respite care. When caregivers become skilled in their
responsibilities, they are able to acknowledge and accept the changes in their lives and transform their
attitudes and experiences into something more positive, even if they do not necessarily like those changes.”®
Although skilled caregivers are still often stressed, they are also able to better balance their personal, family,
and caregiving responsibilities.

B.  Strategies for Addressing the Needs of Family Caregivers
1. Implementing Evidence-Based Programs

During the past decade, research has led to a beiter understanding of the processes by which the
stresses and demands of caregiving can adversely affect the caregiver’s health and lead to nursing home
placement for the care recipient. On the basis of this research, substantial headway has been made in
developing interventions that result in improved caregiver outcomes. These interventions are multi-
dimensional and typically include family and community support groups, respite care, skill training and
individual counseling. A growing number of these interventions have undergone rigorous randomized
controlled trials to be considered evidence-based programs (EBPs). Collectively, EBPs for family caregivers
have been found effective in helping caregivers cope with the demands of caregiving, reducing feelings of
burden and stress, improving mental health, increasing satisfaction with social support, enhancing feelings of
self-efficacy, successfully managing problem behaviors of care recipients, and in delaying institutionalization
of care recipients, and reducing the cost of care ™

Taken together, the literature highlights the following key attributes as important dimensions of
successful EBPs for family caregivers™:

1. A heavier “dosage” of treatment over a longer period of time is more effective than shorter, lower
dose interventions

2. Periodic caregiver contact with a professional who delivers specific intervention protocols is
important in achieving positive outcomes
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3. Interventions and care plans must be tailored to the caregiver’s specific needs and risk factors with
flexibility to meet the changing demands of care

4. The most successful interventions are those that are multi-component including a combination of
education, skill building, problem solving training, counseling, direct services and altering the
physical environment to address priority needs

5. Rigorous scientific evaluation (i.e., randomized controlled trials) is necessary to test programmatic
efficacy

6. Demonstrated results of the intervention (e.g., improved mental health, better quality of life, reduced
caregiver burden and strain, delayed nursing home use) have been published in a peer-reviewed
scientific journal

Although EBPs have proven effectiveness for family caregivers, little effort has gone into deploying
these programs widely in the community. For the most part, EBPs have not been viewed as a vital public
health resource to be émbedded in the community and made widely available. Instead, they have been
viewed as limited efforts offered primarily to those caregivers who seek assistance on their own. To date,
none of the EBPs for family caregivers have been integrated into the aging network of services, the National
Family Caregiver Program, health and long-term care services, or sustainable funding streams such as health
insurance, HMOs, Medicaid and Medicare programs.

RCI’s experience indicates many reasons why these EBPs are not being widely implemented. These
include a lack of awareness that effective programs exist, inadequate funding to sustain the programs, and a
dearth of available and affordable training and technical assistance to implement these programs.

2. Lessons Learned from Evidence-Based Programs

The widespread adoption of EBPs would significantly enhance the overall health and well-being of
caregivers, extend community living for many seniors and people with disabilities, and improve the quality
of care delivered. Ideally, the process of creating, implementing, and sustaining EBPs for caregivers would
be seamless and efficient. However, it is clear that the transition from research to service is very
uncoordinated and disenfranchised. As a result, promising research is shelved rather than put into practice at
the community level where it could benefit family caregivers and their care recipients.

The collective experiences of RCI’s community partners reveal that translational processes involved
in successfully implementing, disseminating, and maintaining EBPs for family caregivers are not well
understood. We have identified three key lessons learned and a series of questions that need to be addressed
in order to enhance the timely integration of EBPs across healthcare delivery settings:

1. Interventions that show efficacy in research settings are rarely ready for translation in practice
settings without further refinement, modification and development of support materials (e.g., training
manuals). Key questions to be answered include:

o How much “change” is allowable before the integrity of the intervention is compromised?

¢ How do we adapt an intervention and maintain its essential programmatic elements?
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e How do we develop and design interventions that are more compatible with healthcare delivery
systems?

»  Who decides and how?

o How do we balance program modification and the needs of real-world settings while maintaining
treatment fidelity of the program?

2. Agencies, although motivated and in need, are typically not ready to adopt and implement a complex
intervention without building additional internal capacity. Key translational tactics that require
attention include:

» Changing organizational “culture” to embrace evidence-based programs.

« Enhancing institutional infrastructure for data collection, fidelity measurement, staff recruitment,
supervision and training.

e Building capacity to deliver a specific intervention by developing expertise; referral, intake and
tracking systems; and heightened awareness through public education and outreach campaigns.

s Developing a common set of programmatic outcomes linked to potential reimbursement streams.

3. Host Systems may not support new service and care provision models without fundamental changes
in policies, funding, and thinking. Key translational tactics that require attention include:

e Agency may have capacity to deliver the intervention, but the funding, policies and procedures,
hiring restrictions, regulations, ete. of the Host System may be incompatible with integration of
new or enhanced service delivery models.

» Host System and agency goals and priorities may be out of alignment and not permissive of
seamless program integration and translation.

A growing body of evidence strongly suggests that the window of opportunity to effectively address
the emerging caregiving crisis in our nation is closing quickly. Therefore, business as usual is no longer a
viable option.

V. TWELVE RECOMMENDED ACTIONS FOR IMPLEMENTING A
NATIONAL CAREGIVING INITIATIVE

To avert the oncoming caregiving crisis, RCI believes that our nation must re-envision support to
family caregivers. In order to do so effectively, we must address the most pressing unmet needs of family
caregivers, including a lack of adequate training, additional respite care, and greater access to support
programs.

RC1 strongly advocates for a National Caregiving Initiative to provide an umbrella for disparate
caregiving efforts within the Federal government level, state agencies, the private sector, voluntary health
organizations, corporations, and private philanthropy. As a nation, we must provide a blueprint for building
an evidence-based system of support in a timely manner such that focused momentum is created to
incorporate family caregiving as a critical component of healthcare reform.
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RCI recommends the following twelve imperative actions across three focus areas, including (a)
Research and Development, (b) System Design, and (c) Public and Tax Policy, which would collectively
serve as the foundation for a National Caregiving Initiative:

A. Research and Development

Recommendation 1: Leadership and Coordination. There must be top-level direction that promotes
integrated planning and action in order to increase the efficiency and speed of development of this proposed
system, to minimize conflicts and duplication of efforts, and to assure accountability for outcomes. A
National Quality Caregiving Task Force should be created to oversee this initiative in the President’s Office
with the possibility of shared leadership between the Secretary of Health & Human Services and the
Secretary of Veterans Affairs. The group should include government and private sector leaders and be
adequately staffed. Specific activities to be undertaken by this Task Force should include: (1) developing a
work plan with priority goals and target achievement dates that focus on communicating a clear vision of the
caregiver support system to be created, its components and underlying principles, role in the overall Home
and Community-based System, and as a critical part of overall healthcare reform; (2) formalizing and
defining agency-specific roles in the evidence-based program product/service development “pipeline” and
creating a coordinating body to guide the development and subsequent evaluation of evidence-based
programs for caregivers from basic research to implementation and sustainability in the community; (3)
defining responsibilities of national, state, and local entities in carrying out the initiative; (4) identifying all
related initiatives and their relevance to the current effort; (5) developing public communication and Haison
strategies to assure public awareness and input; and (6) facilitating public-private partnerships, the
involvement of faith communities, corporations and voluntary associations, in the work.

Recommendation 2: Monitor Caregiver Health. We need to establish state-level systems to monitor
caregiver health by requiring states to adopt the Centers for Disease Control and Prevention’s Behavioral
Risk Factor Surveillance System’s (BRFSS) caregiver module as part of Older Americans Act funding. If
states are required to collect BRFSS data every two years, they will be able to identify sub-populations of
caregivers with unmet needs, provide much needed information on tracking trends in caregiver health, better
allocate Older Americans Act funding and other resources, and begin to develop programs that are in line
with strategic priorities. Through monitoring at regular intervals, we can ensure that problems of public
health importance related to caregiving are detected in order to identify existing and emerging health
concerns and target resources towards their prevention and treatment.

Recommendation 3: Outreach and Public Education. We need to reach caregivers at risk of ill health due
to high burden. We must educate the public about the critical and often difficult role of caregiving and
empower communities to assist caregivers in their work. We recommend developing and launching a
national outreach and public education campaign to reach caregivers most in need. The campaign should be
funded and led by the Department of Health and Human Services using resources of the Centers for
Medicare and Medicaid Services, Centers for Disease Control and Prevention, and Administration on Aging.
The goals of the campaign would be to: (1) help family caregivers recognize, locate and accept assistance
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and, (2) inform the public about the needs of family caregivers and how individuals, communities,
employers, and faith communities can best offer help.

Recommendation 4: Professional Development. It is imperative that persons who actively work with
family caregivers (e.g., professionals, para-professionals and volunteers), be equipped with the skills
necessary to assure an effective and successful working relationship. Professional skills training should
encompass education on how to assess the needs of family caregivers in a culturally-sensitive manner, how
to effectively partner with them, and how to implement protocols specific to evidence-based programs for
family caregivers. The provision of licensing and certification in evidence-based program implementation
should be made affordable and widely available.

Recommendation 5: Accelerate Research and Development. Knowledge about the effectiveness of
different systems of caregiver support should be rapidly generated, and include information about success in
serving diverse communities, costs, and cost-effectiveness. Multi-site demonstration projects should be
initiated to test the effectiveness of different configurations of evidence-based programs within the Center for
Innovation at the Centers for Medicare and Medicaid Services. All future caregiver demonstration projects
should be encouraged to examine and publish comparable cost-effectiveness and cost-efficiency data.

B.  System Design

Recommendation 6: Establish Services in Natural Settings to Improve Access. We need to facilitate
access to support programs for caregivers. Caregivers are more likely to successfully access needed services
in “natural settings” which they encounter in the course of their normal activities and responsibilities. Such
natural settings include the doctor’s office where caregivers often visit with their care recipients, the hospital
where caregivers are frequently engaged during admission and discharge of the care recipient, faith-based
community settings, and employers. We recommend providing opportunity grants, training and technical
assistance to help diverse agencies and organizations build capacity to provide evidence-based programs for
caregivers.

Recommendation 7: Make Professional Assessment and Triage Available to All Caregivers. Caregivers
should be provided access to skilled professionals who can routinely perform culturally competent caregiver
risk and needs assessments. Assessments should result in a care plan specifically related to the level of risk
identified and should contain specific and measurable outcomes. Routine assessments already being
conducted by healthcare providers (hospital discharge, home care, outpatient rehabilitation) or government-
funded (Area Agencies on Aging) should be revised to include a caregiver component. Moreover,
government and other third-party payers should reimburse healthcare providers for conducting a caregiver
assessment.

Recommendation 8: Assure Caregiver Services are Evidence-Based, Culturally-Sensitive, and Tied to
Caregiver Programs. A standard of care within the aging network should be adopted that offers a menu of
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service options and interventions of increasing intensity to address the varying needs of caregivers based on
their levels of risk. One approach would be to revamp the National Family Caregiver Support Program to
ensure the provision of evidence-based programs.

Following a public health model, systems of care within states and communities can be augmented to
assure caregivers receive evidence-based interventions tailored to their unique needs and level of risk.
Specifically, intervention intensity should be based on increasing caregiver risk burden at three levels:

1. Universal interventions, such as information and education, for all caregivers;

2. Selective interventions, such as skills training, for families at elevated risk for future health and
stress-related problems stemming from the demands of caregiving; and

3. Indicated interventions, such as intensive counseling, to further address heterogeneity in risk factors
and severity among the high-risk groups.

Recommendation 9: Establish a National Resource Center on Evidence-Based Caregiver Programs.
Information on implementing and translating evidence-based programs for caregivers should be centralized
to support widespread adoption across communities. A National Resource Center should be authorized and
funded to track successful implementation and translation activities and assure that guidance and training
processes are in place. A special focus at the National Resource Center should be placed on culturally
appropriate programming.

Recommendation 10: Technical Assistance for Providers. Affordable technical assistance networks
should be created to ensure widespread and effective implementation of evidence-based programs for
caregivers. These networks could be university or community-based that tap into local and national expertise
in capacity building, evaluation, and systems design.

C.- Public and Tax Policy

Recommendation 11: Tax and Public Policy Changes. It should be a national goal to preserve family
caregiving as a viable option by protecting families from economic hardship associated with caregiving, and
to create incentives for family caregivers to increase their skill level to provide sustained higher-quality care.
A caregiver credit should be designed under the Social Security System as suggested by the General
Accounting Office. Such a credit would: (1) allow a specified amount of caregiving time (3 to 4 years), to
count as covered employment, and assign a wage to that time; (2) exclude a limited number of caregiving
years from the benefit calculation so that earnings are averaged over fewer years; or (3) supplement
caregivers® retired worker benefits directly, in proportion to the time they took time out of the workforce for
caregiving. Tax credits should be made available to family caregivers, such as those proposed in the CARE
Act in the 110th Congress and currently under consideration in several states (Caregiver Assistance and
Relief Act, 2007). To combat caregivers leaving the workforce, there should be a policy mandate for flexible
work arrangements wherever feasible. Incentives should be created for family caregivers to participate in
evidence-based programs that increase their skills and knowledge. Tying tax credits to caregiver
participation in such programs also should be strongly considered. Additionally, government entities and
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other payors should provide vouchers for care recipients to pay minimum wage to family caregivers upon
completion of required training.

Recommendation 12: Targeted Investments and Sustainable Funding. It should be a national priority to
support the development of an essential infrastructure to serve family caregivers, and to promote adoption,
implementation, and maintenance of the most effective programs. Investment should be made in an
expanded nationwide caregiver support system that makes evidence-based programs for caregivers widely
available and easily accessible. Funding for the Alzheimer’s Disease Supportive Services Program of the
Administration on Aging should be expanded, and additional funding should be provided for the National
Family Caregiver Support Program for program expansion. Medicaid home and community-based waiver
programs should be expanded to allow for maximum flexibility to support family caregivers with “wrap-
around” services and supports that achieve cost-effectiveness. Additionally, after grant funding by the
Administration on Aging ends for successful demonstrations, the Centers for Medicare and Medicaid
Services should continue funding these programs through a waiver or other mechanism. Moreover, the
“CLASS Act” (Community Living Assistance Services and Supports Act), a provision under the enacted
Patient Protection and Affordable Care Act, should be quickly implemented to support the development of a
new national long-term care insurance program, with inclusion of caregiver support, education and training
as components of plan benefits.”

VI. FUTUREDIRECTIONS

As RCI looks to the future, we envision sustaining our strong commitment to supporting family
caregivers. We will continue to foster the development of the network of community coalitions (CARE-
NETS) that provide a forum for addressing the needs of caregivers in a concerted and coordinated way.
Moreover, we will work toward expanding the National Quality Care Network (NQCN) as a vehicle for
innovation, information sharing, and stimulating partnerships for action in our communities. Our efforts with
the NQCN will focus on working to implement, disseminate, and maintain effective translational strategies
of evidence-based programs for family caregivers. Ultimately, through RCI’s partnership with the NQCN,
we will aim to create supportive policies and secure long-term, sustainable funding for the integration of
caregiver programs within community systems,

With the launch of a new RCI publication, the CARE Report, we will broadly share the translational
experiences of providers in integrating evidence-based programs for caregivers. This bi-annual report will
showcase the widespread adoption of evidence-based programs in order to increase awareness about the
many positive outcomes of these programs. Among other endeavors, we will continue sponsoring RCI’s
annual summit in Americus, GA, as a forum to bring together the diverse groups of health policy leaders,
program planners, researchers, and other key stakeholders with vested interests in family caregiving issues.
Furthermore, commencing with this year’s annual summit, a summary monograph of the key topics
addressed at the sessions will be issued to interested parties at large. It is our hope that the monograph will
help broadly disseminate summit activities and facilitate information-sharing.

Other future activities at RCI will include ongoing sponsorship of our Professional Development
Webinars that provide technical assistance to agencies wanting to implement evidence-based programs for

Rosalynn Carter Institute for Caregiving 20

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00061 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 26 here 68180.026



VerDate Nov 24 2008

58

AVERTING THE CAREGIVING CRISIS:

Why We Must Act Now

family caregivers. And lastly, we will maintain our strong presence as advocates of family caregivers at the
Federal, state and local level.

In closing, to successfully avert the caregiving crisis facing our nation, it is RCI's position that all
sectors of society must come together in new ways to develop effective and timely solutions. The broad and
coordinated response outlined in RCI’s National Caregiving Initiative will require a fundamental shift in
how we, as a country, recognize the invaluable contributions of family caregivers as the true backbone of our
nation’s long-term care system.

VII. ACKNOWLEDGEMENTS

RCI extends its appreciation to many key collaborators and partners, without whom the timely
completion of this publication would not have been possible. Since 2001, RCI has successfully partnered
with Johnson and Johnson (J & J) to fund supportive programs for family caregivers including multi-state
demonstration projects that have focused on the integration and translation of evidence-based programs for
family caregivers. AtJ & J, we thank Rick Martinez, M.D., Medical Director of Corporate Contributions
and Community Relations at Johnson & Johnson, for his years of valued leadership. In addition, RCI
acknowledges Myrtle S. Habersham, a Visiting Senior Policy Fellow at RCI and Kenneth W. Hepburn,
Ph.D., Professor and Dean for Research at Nell Hodgson Woodruff School of Nursing at Emory University,
Atlanta, GA, for their critical commentary on earlier drafts of this report. RCI also recognizes the staff and
senior health advisory board members at Advance Health Solutions, LLC, in La Jolla, CA including Matyam
Navaie, Dr.P.H., Ronald W. Toseland, Ph.D., LCSW, Thomas R. Prohaska, Ph.D., Jessica C. Smith, B.A.,
and Emily A. Whitcomb, M.P.H., for their support with technical writing and editorial review. Furthermore,
RCI expresses appreciation to the many caregiving researchers as well as Federal, state and local agencies for
providing their valuable insights. Lastly, RCI thanks its staff and distinguished members of its Board of
Directors for their dedication and leadership in overseeing the development and production of this position

paper.

Rosalynn Carter Institute for Caregiving 21

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00062 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 27 here 68180.027



VerDate Nov 24 2008

59

AVERTING THE CAREGIVING CRISIS:
Why We Must Act Now

VHI. REFERENCES

1.

ILC Schmieding Center for Senior Health and Education Taskforce. Caregiving in America. Caregiving
Project for Older Americans. New York, NY: International Longevity Center; 2006.
http://www.ilcusa.org/media/pdfs/Caregiving%20in%20America-%20Final. pdf. Accessed September 2,
2010.

Caregiving in the U.S. Bethesda, MD: National Alliance for Caregiving and AARP; 2009.
http://www_caregiving.org/data/Caregiving_in_the US_2009_full_report.pdf. Accessed September 2,
2010.

Long-term Care Users Range in Age and Most Do Not Live in Nursing Homes. Rockville, MD: Agency
for Healthcare Research and Quality; November 8, 2000.
hitp://www.ahrq.gov/news/press/pr2000/ltcpr.htm. Accessed September 2, 2010.

Institute of Medicine. Retooling for an Aging America: Building the Health Care Worlkforce.
Washington, DC: The National Academies Press; April 11, 2008. '
http://www.iom.edu/Reports/2008/Retooling-for-an-Aging-America-Building-the-Health-Care-
Workforce.aspx. Accessed September 2, 2010,

Thompson RL, Lewis SL, Murphy MR, et al. Are there sex differences in emotional and biological
responses in spousal caregivers of patients with Alzheimer’s disease? Biol Res Nurs 2004;5:319-330.
Office of the Assistant Secretary of Evaluation, Centers for Medicare and Medicaid Services, Health
Resource and Services Administration, Department of Labor’s Office of the Assistant Secretary for
Policy, Bureau of Labor Statistics, and Employment and Training Administration. The Future Supply of
Long-Term Care Workers in Relation to the Aging Baby Boom Generation: Report to Congress.
Washington, DC: U.S. Department of Health and Human Services; May 14, 2003.
http://aspe.hhs.gov/daltcp/reports/ltcwork.pdf. Accessed September 2, 2010.

National Clearinghouse for Long-Term Care Information. Understanding Long-Term Care Services.
Washington, DC: U.S. Department of Health and Human Services; October 22, 2008.
www.longtermcare.gov/LTC/Main_Site/Understanding_Long_Term_Care/Services/Services.aspx.
Accessed September 2, 2010,

Caregiving in the U.S.: Findings from the National Survey. Bethesda, MD: National Alliance for
Caregiving and AARP; April 2004. http://www.caregiving.org/data/O4finalreport.pdf. Accessed
September 2, 2010.

The MetLife Mature Market Institute, National Alliance for Caregiving, and the University of Pittsburgh.
The MetLife Study of Working Caregivers and Employer Health Care Costs. New York, NY: MetLife
Mature Market Institute; February 2010.
http://www.caregiving.org/data/Caregiver_Costs_Study_Web_FINAL_2-12-10.pdf. Accessed September
2, 2010.

10. Levine C, Halper D, Peist A, Gould DA. Bridging troubled waters: Family caregivers, transitions, and

long-term care. Health Affairs 2010;29(1):116-124.

1. Albert SM. Beyond ADL-IADL: Recognizing the full scope of family caregiving. In: Levine C, ed.
Family Caregivers on the Job. Moving Beyond ADLs and IADLs. New York, NY: United Hospital Fund
of New York; 2004,

12. Gibson MJ, Houser A. Valuing the Invaluable: 4 New Look at the Economic Value of Family

Caregiving. Washington, DC: AARP Public Policy Institute; 2007.
http://assets.aarp.org/rgeenter/il/ib82_caregiving.pdf. Accessed September 2, 2010.

12:02 Sep 23, 2011

Rosalynn Carter Institute for Caregiving 22

Jkt 068180 PO 00000 Frm 00063 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 28 here 68180.028



VerDate Nov 24 2008

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

60

AVERTING THE CAREGIVING CRISIS:

Why We Must Act Now

McGuire LC, Anderson LA, Talley RC, Crews JE. Report from the CDC: Supportive care needs of
Americans: A major issue for women as both recipients and providers. J Womens Health
2007;16(6):784-789.

Alzheimer’s Association. Alzheimer’s disease facts and figures. Alzheimers Dement 2010;6(2):158-194.
http://www.alzheimersanddementia.com/article/PTIS1552526010000142/fulitext. Accessed September 6,
2010.

Characteristics of Long-term Care Users. AHRQ Research Report, Publication No. 00-0049. Rockville,
MD: Agency for Healthcare Research and Quality; January 2001.
http://www.ahrq.gov/research/ltcusers/. Accessed September 2, 2010.

Number of U.S. Adults Reporting a Disability is Increasing. Atlanta, GA: Centers for Disease Control
and Prevention; May 4, 2009. www.cdc.gov/Features/DisabilityCauses/. Accessed September 2, 2010.
Johnson RW, Wiener JM. 4 Profile of Frail Older Americans and Their Caregivers. Washington, DC:
The Urban Institute; February 2006. http://www.urban.org/uploadedpdf/311284_older_americans.pdf.
Accessed September 2, 2010.

Seeman TE, Merkin SS, Crimmins EM, Karlamangla AS. Disability trends among older Americans:
National Health and Nutrition Examination Surveys, 1988-1994 and 1999-2004. Am J Public Health
2010;100:100-107.

Ho A, Collins SR, Davis K, Doty MM. A look at working-age caregivers’ roles, health concerns, and
need for support. The Commonwealth Fund 2005;11.
http://www.commonwealthfund.org/~/media/Files/Publications/Issue%20Brief/2005/Aug/A%20Look%2
0at%20Working%20Age%20Caregivers%20Roles%20%20Health%20Concerns%20%20and%20Need%
20for%20Support/854 Ho lookatworkingcaregiversroles_IB%20pdf.pdf. Accessed September 2, 2010.
National Family Caregiver Support Program (OAA Title IIIE). Administration on Aging. Washington,
DC: U.S. Department of Health and Human Services Administration on Aging; February 26, 2010.
http://www.ao0a.gov/AcARoot/AoA_Programs/HCLTC/Caregiver/index.aspx. Accessed September 2,
2010.

Nevidjon B, Erickson JI. The nursing shortage: solutions for the short and long term. Online J Issues
Nurs 2001,6(1):4.

2007 AHCA Survey Nursing Staff Vacancy and Turnover in Nursing Facilities. Washington, DC:
American Health Care Association; July 2008.
http://www.ahcancal.org/research_data/staffing/Documents/Summary_Vacancy Turnover_Survey2007.
pdf. Accessed September 5, 2010.

Health Resources and Services Administration, Bureau of Health Professions, National Center for Health
Workforce Analysis. Projected Supply, Demand, and Shortages of Registered Nurses: 2000-2020.
Washington, DC: United States Department of Health and Human Services; July 2002.
http://www.ahcancal.org/research_data/staffing/Documents/Registered_Nurse_Supply_Demand.pdf.
Accessed September 5, 2010.

Kimball B, O’Neill E. Health Care's Human Crisis: The American Nursing Shortage. Princeton, NI:
The Robert Wood Johnson Foundation; 2002,

Anthony A, Milone-Nuzzo P. Factors attracting and keeping nurses in home care. Home Healthc Nurse
2005;23(6):372-377.

Nursing Home Care. Atlanta, GA: Centers for Disease Control and Prevention; April, 2010.
http:/fwww.cde.gov/nchs/fastats/nursing.htm. Accessed September 5, 2010.

Rosalynn Carter Institute for Caregiving 23

12:02 Sep 23, 2011

Jkt 068180 PO 00000 Frm 00064 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 29 here 68180.029



VerDate Nov 24 2008

27.

28.

29.

30.

31

32.

33.

34.

35.

36.

37.

38.

39.
40.

41.

61

AVERTING THE CAREGIVING CRISIS:
Why We Must Act Now

Harrington C, Carrillo H, Blank B. Nursing, Facilities, Staffing, Residents, and Facility Deficiencies,
2001 Through 2007. San Francisco, CA: Department of Social and Behavioral Sciences, University of
California, San Francisco; September 2008. http://www.pascenter.org/documents/OSCAR2007.pdf.
Accessed September 5, 2010.

Carter A. VNAA News: Nursing shortage predicted to be hardest on home healthcare. Home Healthe
Nurse 2009;27(3):198. http://www.nursingcenter.com/pdf.asp? AID=850479. Accessed September 5,
2010.

Health Care Costs: A Primer. Menlo Park, CA: The Henry J. Kaiser Family Foundation; March 2009.
http://www kff.org/insurance/upload/7670_02.pdf. Accessed September 5, 2010.

National Clearinghouse for Long-Term Care Information. Paying for Long-Term Care. Washington, DC:

U.S. Department of Health and Human Services; October 22, 2008.
www.longtermcare.gov/LTC/Main_Site/Understanding Long_Term_Care/Services/Services.aspx.
Accessed September 2, 2010.

The Economic Case for Health Care Reform. Washington, DC: Executive Office of the President
Council of Economic Advisers; June 2009.
http://www.whitehouse.gov/assets/documents/CEA_Health_Care_Report.pdf. Accessed September 5,
2010.

Partnership for Solutions. Chronic Conditions: Making the Case for Ongoing Care. Johns Hopkins
Bloomberg School of Public Health and the Robert Wood Johnson Foundation; September 2004.
http://www.partnershipforsolutions.org/DMS/files/chronicbook2004.pdf. Accessed September 5, 2010.
Trends Alerts: The Costs of Chronic Diseases. Lexington, KY: The Council of State Governments:
Spring 2006. http://www.healthystates.csg.org/NR/rdonlyres/E42141D1-4D47-4119-BFF4-
A2E7FE81C698/0/Trends_Alert.pdf. Accessed September 5, 2010.

Kaiser Commission on Medicaid Facts. Medicaid and Long-Term Care Services and Supports.
‘Washington, DC: The Henry K. Kaiser Family Foundation; February 2009.

http:/www kff. org/medicaid/upload/2186_06.pdf. Accessed September 24, 2010.

Houser A, Gibson MJ. Valuing the Invaluable: The Economic Value of Family Caregiving, 2008 Update.

Washington, DC: AARP Public Policy Institute; November 2008.
http://assets.aarp.org/rgeenter/il/il3_caregiving.pdf. Accessed September 6, 2010.
National Alliance for Caregiving and the National Center on Women and Aging at Brandeis University.

The MetLife Juggling Act Study: Balancing Caregiving with Work and the Costs Involved. Westport, CT:

MetLife Mature Market Institute; November 1999.
http://www.geckosystems.com/downloads/juggling.pdf. Accessed September 6, 2010.

Given B, Sherwood PR, Given CW. What knowledge and skills do caregivers need? Am .J Nurs
2008;108(9 Suppl):28-34.

Donelan K, Hill CA, Hoffiman C, et al. Challenged to care: informal caregivers in a changmg health
system. Health Affairs 2002; 21(4):222-231.

Sullivan TM. Caregiver Strain Index (CSI). Dermatol Nurs 2004;16(4).

Thompson RL, Lewis SL, Murphy MR, et al. Are there sex differences in emotional and biological
responses in spousal caregivers of patients with Alzheimer’s disease? Biol Res Nurs 2004;5:319-330.
Caregiver Health. San Francisco, CA: Family Caregiver Alliance.
http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=1822. Accessed September 6, 2010.

Rosalynn Carter Institute for Caregiving 24

12:02 Sep 23, 2011

Jkt 068180 PO 00000 Frm 00065 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 30 here 68180.030



VerDate Nov 24 2008

42.

43,

44,

45.

46.

47.

48.

49,

50.

5L

52.

53.
54.

55.

56.

57.

58.

59.

60.

62

AVERTING THE CAREGIVING CRISIS:
Why We Must Act Now

Andresen EM, Bouldin ED. Caregiver Health in Washington: Results from the 2007 BRFSS [PDF
presentation]. University of Florida; 2009.
http://www.agingkingcounty.org/docs/CaregivingBrfssResults2007.pdf. Accessed September 6, 2010,
Barrow S, Harrison RA. Unsung heroes who put their lives at risk? Informal caring, health and
neighbourhood attachment. J Public Health (Oxf) 2005;27(3):292-297.

Haley WE, Roth DL, Howard G, Safford MM. Caregiving strain and estimated risk for stroke and
coronary heart disease among spouse caregivers differential effects by race and sex. Stroke
2010;41(2):331-336.

Reinhard SC, Brooks-Danso A, Kelly K, Mason DJ. How are you doing? 4m J Nurs 2008;108(9
Suppl):4-5.

Navaie-Waliser M, Feldman PH, Gould DA, et al. When the caregiver needs care: The plight of
vulnerable caregivers. Am J Public Health 2002;92:409.

Gaugler JE, Kane RL, Kane RA, et al. The effects of duration of caregiving on institutionalization.
Gerontologist 2005;45(1):78-89.

Farran CJ, Loukissa D, Perraud S, Paun O. Alzheimer's disease caregiving information and skills, part II:
Family caregiver issues and concerns. Res Nurs Health 2004;27(1):40-51.

Given CW Given B. Palliative Care for Patients with Advanced Cancer [grant project], 1999-2002,
Mary Margaret Walther Program of the Walther Cancer Institute; 2004.

Gaugler J, Roth D, Haley W, Mittelman M. Can counseling and support reduce burden and depressive
symptoms in caregivers of people with Alzheimer's disease during the transition to institutionalization?
Results from the New York University caregiver intervention study. J Am Geriatr Soc 2008;56(3):421~
428.

Gitlin LN, Reever K, Dennis MP, Mathieu E, Hauck WW. Enhancing quality of life of families who use
adult day services: Short- and long-term effects of the adult day services plus program. Gerontologist
2006;46(5):630-639.

Given BA, Given CW, Kozachik S. Family support in advanced cancer. C4 Cancer J Clin
2001;51(4):213-231.

Patient Protection and Affordable Care Act of 2010. Pub I, No. 111-148, 124 Stat 119,

Thielemann P. Educational needs of home caregivers of terminally ill patients: Literature review. Am J
Hosp Palliat Care 2000;17(4):253-257.

Silver HJ, Wellman NS, Galindo-Ciocon D, Johnson P. Family caregivers of older adults on home
enteral nutrition have multiple unmet task-related training needs and low overall preparedness for
caregiving. J Am Diet Assoc 2004;104(1):43-50.

Winkler M, Ross V, Piamjariyakul U, et al. Technology dependence in home care: Impact on patients
and their family caregivers. Nutr Clin Pract 2006;21(6):544--556.

DesRoches C, Blendon R, Young J, et al. Caregiving in the post-hospitalization period: Findings from a
national survey. Nurs Econ 2002;20(5):216-221, 224.

Mackenzie A, Perry L, Lockhart E, et al. Family carers of stroke survivors: Needs, knowledge,
satisfaction and competence in caring. Disabil Rehabil 2007;29(2):111-121.

Bourgeois MS, Schulz R, Burgio L. Interventions for caregivers of patients with Alzheimer’s disease: A
review of analysis of content, process, and outcomes. Int J Aging Hum Dev 1996;43:35-92.

Toseland RW, Rossiter CM. Groups interventions to support family caregivers: A review and analysis.
Gerontologist 1989;29:438-448. ’

Rosalynn Carter Institute for Caregiving 25

12:02 Sep 23, 2011

Jkt 068180 PO 00000 Frm 00066 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 31 here 68180.031



VerDate Nov 24 2008

61.

62.

63.

65.

66.

67.

68.

69.

70.

71.

72

73.

74.

63

AVERTING THE CAREGIVING CRISIS:

Why We Must Act Now

Mitnick S, Leffler C, Hood VL; American College of Physicians Ethics, Professionalism and Human
Rights Committee. Family caregivers, patients and physicians: ethical guidance to optimize relationships.
J Gen Intern Med 2010;25(3):255-260.

Families Care: Alzheimer’s Caregiving in the United States. Chicago, IL: Alzheimer’s Association and
Bethesda: National Alliance for Caregiving; 2004. http://www.caregiving.org/data/alzcaregivers04.pdf.
Accessed September 6, 2010.

Scharlach A, Sirotnik B, Bockman S, et al. A Profile of Family Caregivers: Results of the California
Statewide Survey of Caregivers. Berkeley, CA: Center for the Advanced Study of Aging Services, U.C.
Berkeley Press; 2003,

. Mittelman MS, Epstein C, Pierzchala A. Counseling the Alzheimer's Caregiver: A Resource for

Healthcare Professionals. Chicago, IL: AMA Press; 2003.

Mittelman MS, Ferris SH, Emma S, Steinberg G. Effects of a multicomponent support program on
spouse-caregivers of Alzheimer's disease patients: results of a treatment/control study. In: Heston LL,
ed. Progress in Alzheimer's Discase and Similar Conditions. Washington, DC: American Psychiatric
Publishing; 1997:259-275.

Mittelman MS, Roth DL, Haley WE, Zarit SH. Effects of a caregiver intervention on negative caregiver
appraisals of behavior problems in patients with Alzheimer's disease: results of a randomized trial. J
Gerontol B Psychol Sci Soc Sci 2004;59(1):P27-34.

Mittelman MS, Brodaty H, Wallen AS, Burns A. A three-country randomized controlled trial of

a psychosocial intervention for caregivers combined with pharmacological treatment for patients with
Alzheimer disease: effects on caregiver depression. Am J Geriatr Psychiatry 2008;16(11):893-904.
Gitlin LN, Hauck WW, Dennis MP, Winter L. Maintenance of effects of the home environmental skill-
building program for family caregivers and individuals with Alzheimer's disease and related disorders. J
Gerontol A Biol Sci Med Sci 2005;60(3):368-374.

Gitlin LN, Corcoran M, Winter L, Boyce A, Hauck WW, A randomized, controlled trial of a home
environmental intervention: effect on efficacy and upset in caregivers and on daily function of persons
with dementia. Gerontologist 2001;41:4-14.

Burns R, Nichols LO, Martindale-Adams J et al. Primary care interventions for dementia caregivers: two
year outcomes from the REACH study. Gerontologist 2003,43:556-567.

Belle S, Burgio L; REACH Investigators. Enhancing the quality of life of Hispanic/Latino,
Black/African American, and White/Caucasian dementia caregivers: the REACH II randomized
controlled trial. Ann Intern Med 2006;145(9):727-738.

Burgio LD, Collins IB, Schmid B, et al. Translating the REACH caregiver intervention for use by Area
Agency on Aging personnel. Gerontologist 2009;49(1):103-116.

Toseland R, Smith T. The impact of a caregiver health education program on health care costs. Research
on Social Work Practice 2006;16(1):9-19.

Caregiver Intervention Database. Americus, GA: Rosalynn Carter Institute for Caregiving.
http://www.rosalynncarter.org/caregiver_intervention_database/. Accessed September 5, 2010,

Rosalynn Carter Institute for Caregiving 26

12:02 Sep 23, 2011

Jkt 068180 PO 00000 Frm 00067 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 32 here 68180.032



VerDate Nov 24 2008

64

ERVI
?,V‘ $ Czg >

&
k-4
g
-3
<
[t
o>
]
v%

2y

Testimony of
Kathy Greenlee
Assistant Secretary
Administration on Aging

U.S. Department of Health and Human Services
Before the
Special Committee on Aging
United States Senate

on

“Meals, Rides, and Caregivers:

What Makes the Older Americans Act so Vital to America's Seniors”

May 26, 2011

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00068 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 33 here 68180.033



65

Thank you, Senator Kohl, Senator Corker, and Members of the Special Committee on
Aging, for the opportunity to testify today at this hearing on the reauthorization of the
Older Americans Act (OAA). Over the past year, the Administration on Aging (AoA)
has conducted the most open process for seeking input on the reauthorization of the OAA
in its history. Tam pleased to discuss the input we received from across the country on
this important legislation that provides vital home and community-based services to older
adults and their caregivers, to summarize the important themes we have heard, and to
highlight a few of the priority areas we would like to discuss with this Committee and the

Congress as the reauthorization process moves forward.

At the outset, I would like to commend you, Senator Kobl, for your leadership as
Chairman of the Special Committee on Aging, and for your many years of public service
as an astute and effective advocate for policies that better protect and serve vulnerable
Americans of all ages. We are particularly grateful for your many insights and for your
stalwart support in shaping and improving our community- and family-based Older
Americans Act programs, which play a vital role in helping to maintain the health and

well-being of millions of older Americans.

For more than 45 years, the OAA has quietly but effectively provided nutrition and
community support to millions of people across the nation. As the former Secretary of
Aging from Kansas, and now having the honor to serve as the Assistant Secretary for
Aging and listening to individuals and families in a variety of settings, I have seen and

heard firsthand how the OAA reflects the American values we all share:
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¢ Supporting freedom and independence;

¢ Helping people maintain their health and well-being so they are better able to live
with dignity;

e Protecting the most vulnerable among us; and

o Providing basic respite care and other supports for families so that they are better
able to take care of loved ones in their homes and communities for as long as

possible, which is what Americans of all ages overwhelmingly tell us they prefer.

One of the real strengths of the OAA is that it doesn’t matter if an individual livesin a
very rural or frontier area, or in an urban center — the programs and community-based
supports it provides are flexible enough to meet the needs of individuals in diverse
communities and settings. Over the past year alone, nearly 11 million older Americans
and their family caregivers have been supported through the OAA’s comprehensive home
and community-based system. These services complement medical and health care
systems, help to prevent hospital readmissions, provide transport to doctor appointments,
and support some of life’s most basic functions, such as assistance to elders in their
homes by delivering or preparing meals, or helping them with bathing. This assistance is
especially critical for the nearly three million seniors who receive intensive in-home
services, half a million of whom meet the disability criteria for nursing home admission

but are able to remain in their homes, in part, due to these community supports.

What is more, the need for this support is growing rapidly. Every day, more than 9,000

baby boomers turn 65. In just four years, the population aged 60 and older will increase
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by 15 percent, from 57 million to 65.7 million. During this period, the number of seniors
with severe disabilities who are at greatest risk of nursing home admission and Medicaid

eligibility will increase by more than 13 percent.

The reauthorization of the Older Americans Act provides us with the opportunity to
strengthen and build upon a long record of success in serving our families and
communities, and to help meet the growing need. To support this discussion, over the
past year the Administration on Aging received reports from more than 60
reauthorization listening sessions held throughout the country, and received online input
from interested individuals and organizations, as well as from seniors and their
caregivers. This input represented the interests of thousands of consumers of the OAA’s

services. We continue to encourage ongoing input and discussions.

During this process, we heard an overriding issue that was also raised during the
conversations and activities of the Vice President’s Middle Class Task Force, and that is
that many families are doing the best that they can, but that they are often struggling
between balancing the demands of child care and elder care. Families tell us that when
they may need some help in supporting their efforts to care for loved ones, they don’t
want assistance that is confusing or frustrating. They simply want to know where they
can turn for some help. Something that’s easily accessible, without a lot of strings
attached or hoops to jump through. And that, essentially, is what the OAA has been
about since its enactment — listening to what our seniors and families need, and providing

critical and cost-effective supports that help maintain the independence they want.
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During our input process we were consistently told that, as it’s currently structured, the
OAA is very helpful, flexible and responsive to people’s needs. During this process, we
heard a few themes:

Improve program outcomes by:

¢ Embedding evidence-based interventions in disease prevention programs;

¢ Encouraging broader partnerships and alliances that result in comprehensive,
person-centered approaches;

» Providing flexibility to respond to local nutrition needs; and

o Increasing efforts to fight fraud and abuse in Medicare and Medicaid.

Remove barriers and enhancing access by:

¢ Enhancing caregiver supports to parents caring for their adult children with
disabilities;

o Ensuring that ombudsman services are available for all nursing facility residents,
not just older residents; and

e Utilizing Aging and Disability Resource Centers as single access points for long-.

term care information and to public and private services;

The following are some examples of areas that we would like to discuss with the

Congress as you consider legislation:

+ Ensuring that the best evidence-based interventions for helping older

individuals marage chronic diseases are utilized. A number of evidence-based

programs have shown to be effective in helping participants adopt healthy
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behaviors, improve their health status, and reduce their use of hospital services

and emergency room visits.

e Improving the Senior Community Service Employment Program (SCSEP)
by integrating it with other seniors programs. The President’s FY 2012 budget
proposes to move this program from the Department of Labor to the
Administration on Aging within HHS. The goal of this move is to better integrate
this program with other senior services provided by AocA. We would like to
discuss adopting new models of community service for this program, including
programs that engage seniors in providing community service by assisting other

seniors so they can remain independent in their homes.

e Combating fraud and abuse in Medicare and Medicaid by making
permanent the authority for the Senior Medicare Patrol Program (SMP) as
an ongoing consumer-based fraud prevention and detection program. The
SMP program serves a unique role in the Department’s fight to identify and
prevent healthcare fraud by using the skills of retired professionals as volunteers
to conduct community outreach and education so that seniors and families are
better able to recognize and report suspected cases of Medicare and Medicaid

fraud and abuse.

The Older Americans Act has historically enjoyed widespread, bipartisan support. Based

in part upon this extensive public input process, we think that reauthorization can
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strengthen the Older Americans Act and put it on a solid footing to meet the challenges of
a growing population of seniors and continue to carry out its important mission of helping
elderly individuals maintain their health and independence in their homes and

communities.

Thank you again, Senator Kohl and Senator Corker, for your leadership on these

important issues and for the invitation to testify here today. I would be happy to answer

any questions.
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Chairman Kohl, Senator Casey and other Members of the Committee:

Thank you for inviting me to testify before you today. I am pleased to be able to share with you
my thoughts on the Older Americans Act and how the programs it created help me manage my
health and independence and remain living alone in my home at 92 years of age.

Throughout my life, I have always strived to be an independent woman. I was bom in 1918 in
Metheun, Massachusetts, graduated from Chelmsford High School, and then from Lowell
Commercial College in 1937. I consider myself very much a child of the Great Depression and
have continued to live by the values of economy, thrift and self-reliance that I learned during my
formative years.

During World War II, I supported the war effort by serving as a Red Cross volunteer, working in
the Remington ammunition factory, and faithfully purchasing the war bonds that supported our
cefforts. My husband and I married once he returned from serving overseas, and he took
advantage of furthering his education with the help of the GI Bill of Rights. We moved to
York, Pennsylvania in 1948, and bought our first and only home there in 1954, This is the same
home I live in today. Our two sons still live near me in Pennsylvania, and our daughter resides
in New Hampshire, where our family has traditionally spent every summer.

An old song by Joseph Burke called “A Little Bit Independent” is my theme song, if you will, “A
little bit independent in your walk, a little bit independent in your talk. ..a little bit independent in
your smile, a little bit independent in your style...and yet you’re easy on the eyes”. 1have
worked throughout my life to be an independent woman, to find my strengths and use them,
whether in service to my family, community or country; or simply as a self-reliant individual in
my own right.

In addition to raising my three children, I also helped my husband start up his own advertising
business and worked at several of my own jobs over the years. In the early 1960s, I increasingly
became involved in the York community, which was undergoing a turbulent time, with tensions
high over racial issues. I was sensitive to the issues of prejudice and had friends with similar
concerns and motivation. In conjunction with the YWCA, a program was initiated to mentor
inner-city adolescent girls. I actively worked with that program, called the Cookes’ Club, for six
years, devoting time each week to provide support and diverse experiences to these vulnerable
young women.
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1 was also heavily involved in the preparation and planning for the York “Charette”, which was
held in 1970. The Charette was a weeklong process engaging community participation and
national expertise to examine barriers to positive community relations and serious gaps in
equitable service. The result was the development of a blueprint for community change at a time
when challenges were extensive and tensions were high.

Eventually, my community service activities led to my election to the York City Council in
1971. 1 went on to serve six years on the Council, and then was elected as the first female mayor
of York in 1977. 1 later served as Deputy Controller for the City of York for several years. Sol
know something about management, government, and the challenging choices faced by decision
makers as to the best use of taxpayer dollars.

After my public service career, when many people consider retirement, I acquired a real estate
license and spent the next eighteen years facilitating the purchase of commercial and residential
properties, I retired just 11 years ago at 81 years of age. I have been on my own now for 10
years, since my husband, Howard Marshall, passed away in 2001.

I am grateful for the companionship and support of my children and my neighbors. Many of us in
my neighborhood are long-time residents. Our tight-knit community is essentially “aging in
place” together and helping each other remain in our homes for as long as possible. My sons do
not live in the same town, but coordinate schedules so that one of them visits me daily. When I
was battling cancer three years ago, I sought medical treatment near my daughter in New
Hampshire.

I am proud to still be an independent woman. I want to be able to stay in my home, near my
family and neighbors. It is important to maintain my physical health to ensure I can continue to
live on my own. I make it a priority to exercise, eat well balanced meals, take medications as
prescribed, and follow up with my physicians. And stay active.

I have seen first hand— as a volunteer, community leader, elected official and businesswoman—
how important it is for a community to maximize its human and financial resources; create
efficient systems; leverage other funding, whether that’s federal, state or private dollars; and
support its most vulnerable members. It was hard for me to ask for and accept assistance, but I
can’t do all of the things that I used to. I have the love and support of my three children, but we
still needed to reach out beyond our family for some assistance. 1am truly grateful that the
York County Area Agency on Aging and the providers they work with are there for me and
thousands of other seniors in my community.
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So how does this work in my case? I have a care manager at the Area Agency on Aging who
helps me and my family figure out what things we need to put in place to maintain my health and
independence. She was able to connect me to the home-delivered meals program; and if, in the
future, I need additional supports, services or even just information, she will be ready and able to
assist me.

Three times a week, a volunteer from the local senior center delivers meals to me in my home.
On Monday and Wednesday, they bring a hot meal for that day and a cold one for the next day.
On Fridays, I just get one hot meal for that day, because there’s limited funding to provide the
service on the weekends. Since good nutrition is essential to health and wellness and I cannot
cook for myself the way I used to, I appreciate the meal service. But it’s also nice to have a
friendly visitor check in to make sure I am safe and doing well. It’s too easy for older adults
living alone like me to become socially isolated or to suffer sudden health deterioration and not
be able to access help.

I understand that the home-delivered meal service is funded in part by federal dollars through the
Older Americans Act, which leverages state and county funding, as well as voluntary
contributions by participants or other private donors. Working under guidance from the U.S.
Administration on Aging and the Pennsylvania Department on Aging, the county-based Area
Agencies on Aging in my state then customizes a host of home and community-based services
and supports to meet the needs of older adults and caregivers in that arca. The Area Agency on
Aging then contracts the delivery of many of these services out to local providers, such as senior
centers, other aging services programs, or even for-profit companies such as the one that makes
and packages the meals I receive.

What's fascinating to me is the range of services and supports that older adults can receive under
the Older Americans Act. While the nutrition programs are a core element, the Act also allows
the coordination and provision of senior transportation, in-home care, help with home
maintenance and modification, care managers like the one I have, legal services, health and
wellness programs, public information and referral services, and the list goes on and on. There’s
even a part of the Act focused on the family caregivers who give so much of their time, love and
money to help older relatives. To help them help us!

And we can’t forget senior centers, which are more important than ever to help older adults stay
connected to their community. Senior centers offer opportunities for good nutrition in a social
setting as well as opportunities to engage in active and educational programs. From aerobic
classes to learning how to use a computer to communicate by e-mail, seniors depend on this link
in their communities across this nation,
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Many recipients of services are like me—they just need one or two little bits of help. Others may
need a more intensive set of services to maintain their independence, but the Act is flexible that
way and allows the senior to customize their care plan to just what they need to stay healthy.
Even if you need a high level of supports and services, odds are that receiving this care in your
home is still more affordable for you and the taxpayers than if you end up in a nursing home. As
our leaders struggle to balance the budget and reduce the deficit, the cost savings that Older
Americans Act programs generate are even more critical.

The beauty of the Older Americans Act is that it allows you to retain your dignity, health and
independence with just a little bit of support. It forms the critical glue that holds together all the
other supports I have: my adult children, my friends and neighbors, and my own determination to
age in place. Without those key pieces of the puzzle, I would not be able to still be living well
and in my home of 57 years. So I can still be “a little bit independent in my walk™!

My story is not necessarily a unique one. My peers and I have served our families, communities
and country for many years and, with the right balance of help, we can continue to remain
contributing members of society and maintain our health, independence and dignity for as long
as possible.

With the reauthorization of the Act before Congress this year, I urge this committee and your
colleagues in the Senate and House to understand how vital these “little bits of support” are to
millions of older Americans determined to age in place. We need to reauthorize this landmark
legislation in a timely and bipartisan fashion in order to modernize what needs updating,
strengthen what is already working so well, and prepare our country for the wave of Baby
Boomers standing behind my generation.

Thank you, Senator Kohl and Members of the Aging Committee, for inviting me to share my
thoughts about the Older Americans Act with you here today.
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On behalf of the Leadership Council of Aging Organizations (LCOA), I am honored to testify
before the Senate Special Committee on Aging to share the LCAO Older Americans Act (OAA)
Reauthorization Consensus Document. I have provided a copy of the document with my written
testimony.

LCAO is a 66-member coalition of diverse national nonprofit organizations dedicated to
preserving and strengthening the well-being of America’s older population. We provide a voice
for seniors and their families in the ongoing national debate on aging policy.

As the Committee is aware, the OAA expires this September at the end of fiscal year 2011.
LCAO has historically played a significant leadership role in past reauthorizations. To support a
bipartisan, efficient and effective reauthorization in 2011, last summer the LCAO Community
Services Committee initiated the process to reach consensus on a set of recommendations for
OAA reauthorization. Individual organizations’ ideas and recommendations were presented
throughout the fall; from December 2010 through March 2011, the Committee met almost
weekly to shape the Consensus Document. The full LCAO enthusiastically endorsed the
Document on April 6.

The LCAO OAA Reauthorization Consensus Document contains 98 recommendations that both
reinforce key existing priorities in the current statute and seek to address challenges and
opportunities brought by the exponential growth in the older adult population. As our colleagues
explored potential changes to the OAA over the past several months, it became very clear that
the Act continues to work very well for older adults across the country. The Act’s core mission,
infrastructure and programs remain relevant, effective and very much relied upon by older adults
and caregivers. The greatest obstacle the OAA and the Aging Network it supports face in
meeting their full potential, however, remains insufficient funding for the priorities established
by Congress in past reauthorizations.

We also must acknowledge that the OAA, like other statutes, is a living document that can and
must change to address emerging needs and embrace new innovations. It is notable that the OAA
is up for reauthorization the same year that the first of the Baby Boomers turn 65 years old. Not
only are the numbers of older adults increasing at an historic rate, but this population is

10 G Street, NE, Suite 600, Washington, DC 20002 + (202) 216-8387 ¢ (202) 787-3726 (Fax)
Email: LCAO@ncpssm.org ¢ Website: www.LCAQ.org
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becoming much more diverse. Additionally, as older Americans live longer, they face growing
health and economic challenges. All these issues are converging to place additional strain on an
Aging Network that is already overtaxed, but eager to expand capacity and enhance planning to
meet the demands and seize the opportunities of the aging of the population.

Tt should be noted that LCAO’s recommended improvements do not require major changes to the
OAA'’s core services or eligibility requirements. We continue to prioritize the Act’s focus on
person- and family-centered care, targeted to those with greatest economic and social need, with
local flexibility to serve unique communities and populations. Nevertheless, we do acknowledge,
particularly in times of fiscal restraint, that improvements can be made in the efficiency and
effectiveness of the OAA in its delivery of core services and how it interacts and coordinates
with other federal programs that serve older adults. There are recommendations throughout the
Consensus Document that call for improved coordination of services and identification and
dissemination of best practices already occurring in local communities to strengthen the Aging
Network nationwide.

LCAQO also believes is it crucial to strengthen evaluation, and research and demonstration, of
aging services. This will not only empower the Aging Network to continue implementing best
practices, but also state with authority the degree to which the OAA provides a cost-effective
way for older adults to remain in their own homes with health and economic security.

On behalf of LCAO, I applaud the Aging Committee for its leadership in calling attention to the
upcoming OAA reauthorization. We urge Congress to continue the tradition of bipartisan and
timely reauthorization of this important statute, while providing the funding needed for OAA
programs to keep older Americans independent and productive. OAA programs ~ such as in-
home assistance, home-delivered and congregate meals, and respite for family caregivers -
benefit individuals and their families and save federal and state government resources from being
spent on otherwise unnecessary care in hospitals and nursing homes (institutional care).

Thank you again for the opportunity to testify on behalf of the 66 members of the Leadership
Council of Aging Organizations, and I welcome your questions and comments.

10 G Street, NE, Suite 600, Washington, DC 20002 # (202) 216-8387 ¢ (202) 787-3726 (Fax)
Email: LCAO@ncpssm.org ¢ Website: www.LCAO.org
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"M\ Leadership Council
¥ of Aging Organizations

Consensus Recommendations

for the
2011 Older Americans Act Reauthorization

Adopted April 6, 2011

Introduction

The Older Americans Act (OAA) is the major federal discretionary funding source for home and
community-based services for older adults. Programs supported through the OAA include home-

~ delivered and congregate nutrition services, in-home supportive sérvices, transportation,
caregiver support, community service employment, the long-term care ombudsman program,
services to prevent the abuse, neglect, and exploitation of older persons, and other supportive
services. These programs provide vital support for those older adults who are at significant risk
of losing their ability to remain in their own homes and communities, or who need support and
protection in long-term care facilities.

In addition, OAA funds resource centers that support the work of the aging services network,
these resource centers address a variety of needs, including access to benefits, elder justice,
multigenerational service and volunteering, legal services, financial literacy, long-term care
ombudsman training, and targeted services to minority and special populations in need.

To develop and-implement the wide array of OAA services, a system of federal, state and local
agencies and organizations, known as the Aging Network, was established. The core of the
Aging Network is the U.S. Administration on Aging (AoA), 56 State and Territorial Agencies on
Aging (SUAs), 629 Area Agencies on Aging (AAAs), 246 Title VI Native American and Native
.Hawaiian aging programs, and more than 30,000 community-based service provider
organizations. This critical aging infrastructure is the backbone of our nation’s home and
community-based long-term services and supports system offering assistance to older adults. The
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Aging Network’s activities also benefit other populations such as people with disabilities and
caregivers.

Supported by the OAA, the Aging Network has successfully served millions of older adults in
the community and in long-term care facilities since 1965, and is positioned to assist the
country’s growing aging population to remain healthy, active, and in their communities. With
each reauthorization, the OAA has been adapted to meet the changing needs of this growing
population, the changing role of family supports, and expanding research and technological
advances, often with inadequate funding. Further, the Aging Network and its services have the
potential to save the Medicare, Medicaid, and Veterans Administration programs billions of
dollars each year by enabling older adults to stay in their homes and communities and out of
hospitals and long-term care facilities.

This current reauthorization provides an opportunity to reassess the successes and shortcomings
of the OAA’s ability to serve older Americans, particularly those with the greatest social and
economic need. In these times of fiscal restraint, the Leadership Council of Aging Organizations
(LCAO) offers in this document recommendations for improving the efficiency and effectiveness
of the OAA in its delivery of core services and how it interacts and coordinates with other
federal programs that serve older adults.

In order to maximize effectiveness, community-based services provided through the Aging
Network must be coordinated and integrated with the various federal health care services that
older adults receive. In addition, they must work hand in glove with other programs at the state
and federal levels such as the Low-Income Energy Assistance Program (LIHEAP), fraud
prevention programs, Senior Corps and other programs promoting commaunity service,
transportation programs, the State Health Insurance Assistance Program (SHIP), the Adult
Protective Services Program and other elder abuse-related programs.

The goal of the following LCAQ recommendations is to authorize the AoA, the Assistant
Secretary, and the programs and staff across the nation to fulfill their promise by giving them the
tools, direction and flexibility to provide the services that the aging population of our nation
demands. Our focus is on person and family-centered care with local flexibility to serve the
needs of unique communities and sub-populations. LCAQ’s recommended improvements do not
require major changes to the OAA’s core services or eligibility requirements. LCAO strongly
believes that increasing the authorized funding for all titles of the OAA is necessary; however,
provision of adequate funding is just one of the ways that we propose to improve and expand
services. Additionally, any new programs added to OAA should be given specific authorization
levels.

With the population of older individuals expected to grow exponentially in the coming years, the
aging network faces incredible challenges associated with the influx of older individuals into

LCAO’s Consensus Recommendations for the 2011 Older Americans Act Reauthorization, www.LCAO.org 2

VerDate Nov 24 2008  12:02 Sep 23, 2011 Jkt 068180 PO 00000 Frm 00083 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 48 here 68180.048



VerDate Nov 24 2008

80

OAA programs. The L.CAO, which has played a significant leadership role in past
reauthorizations, is committed to a reauthorization that will strengthen the OAA for both the
older adults currently receiving services and for the boomers who, in 201 1, have begun turning
65 years of age.

We urge Congress to update and improve the Older Americans Act, while providing the funding
needed for OAA programs to keep older Americans independent and productive, thereby saving
federal and state government resources. Therefore, the LCAO makes the following
recommendations to strengthen and enhance the OAA.

General Recommendations

++ Raise or increase the authorized funding for all titles of the OAA. Additionally, any new
programs added to the Act should be given specific authorization levels. With the population
of older individuals expected to grow exponentially in the coming years, the Aging Network
faces incredible challenges asseciated with the influx of older individuals into OAA
programs. The scope of the OAA is vast and expanding to cover additional populations while
the investment in its mission has been severely, and consistently, underfunded.

< The Aging Network should be considered the focal point for aging related matters at all
levels of government. Amend the OAA to explicitly recognize the principal role that State
Agencies on Aging have in planning for the social and physical needs of older adults at the
state level, and Area Agencies on Aging at the local level.

“* Where possible in the OAA, lesbian, gay, bisexual and transgender older adults should be
included as a vulnerable population with greatest social need as a result of a lifetime of
bigotry, stigma and discrimination.

L

* The underserved, vulnerable communities of all racial and ethnic groups, as well as, lesbian,
gay, bisexual and transgender older adults should be explicitly addressed in the OAA in ways
that account for their unique family structures and collective experiences. Terms such as
“adult care,” “family,” “family caregiver,” “spouse,” “underserved area,” “vulnerable elder,”
and “family violence” should be defined to account for the variety of family and care
structures of all racial and ethnic communities, and LGBT communities, which include

partners and families of choices, as well as spouses and biological families.

<

< Where appropriate and practical in the OAA, data collection, project assessments and
reporting requirements should ensure that racial groups, as well as lesbian, gay, bisexual and
transgender older adults, are studied and appropriately served.
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Title I

Title I of the Older Americans Act sets forth the objectives of the statute and the definitions that
provide a common understanding of issues, such as how services are targeted and core
components of many of the initiatives of the Aging Network. LCAO’s recommendations for Title I
include those that seek to strengthen and modernize targeting of services to those with greatest
economic and social need and modernize language and update definitions to reflect new
strategies embraced by the Network.

++ Establish economic security as a goal of the Older Americans Act. Define economic security
as having the income, resources and services and supports necessary to meet all basic needs,
including housing, health care, transportation, food, miscellaneous essentials and, when
necessary, long-term care.

&

» Measure “economic need” as having an income at or below 200% of the federal poverty line,
in order to strengthen the Act’s goal of directing services to those with the greatest economic
and social need.

oo

* Instruct the Bureau of Labor Statistics to re-visit the methodology and data collection for the
experimental Consumer Price Index for the Elderly {(developed in 1987 via reauthorization of
the OAA) to account for elders’ true expenses. Also instruct BLS to develop a
complementary geographically-based measure of economic security for elders.

Definitions

« The definitions of “greatest social need” in the OAA should explicitly name older adults
living with HIV-—recognizing the growing number of older adults living with HIV and the
related health disparities, discrimination and stigma.

% The definitions of “minority” status and “greatest social need” in the OAA should explicitly
name racial minority groups and lesbian, gay, bisexual and transgender older adults.

% Amend the definition of Aging and Disability Resource Centers (ADRCs) to make explicit
the role of AAAs and Title VI programs in this effort, as well as clarify the importance of
formal partnerships between aging and disability organizations in order to successfully
implement an ADRC network.

% To reflect the emerging role of the Aging Network in care coordination, the OAA should be
amended to include care coordination as a fully restorative service under Sec. 101 (4) and the
following definition of care coordination should be added to Sec. 102: “Care coordination”
is a person- and family-centered and interdisciplinary approach to meet the needs of the older
adult while enhancing the capabilities of the older individuals and family caregivers. Care
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coordination integrates health care, long-term services and supports, and social support
services in which an individual’s needs and preferences are assessed, along with the needs
and preferences of family caregivers. A core element of care coordination is the active
engagement of the older adult, the family, community-based service professionals, and health
care professionals providing care to an individual in the design and implementation of the
plan of care. Activities of care coordination aim simuitaneously at meeting individual and
family needs, building person and family capacity and improving systems of care.

% Define advocacy with particular attention to the roles and mandates at the federal, state and
local levels. A definition will help to eliminate confusion or misunderstanding about what the
OAA requires in terms of advocacy, and ensure that there is a consistent degree of advocacy
on behalf of and with older Americans across the country.

< Amend the OAA to incorporate and promote “person-first” language, objectives and goals.

S
<>

Ensure that information and assistance is properly defined and used consistently throughout
the OAA. Amend the definition to: include the preference that information and assistance be
provided by an entity which is accredited by a program such as the Alliance of Information
and Referral Systems (AIRS) and using the Standards for Professional Information and
Referral, and ensure that information and assistance services links individuals to
opportunities for work and volunteer service in the community.

Title I

Title 11 sets forth the roles and responsibilities of the U.S. Administration on Aging, including
coordination of programs serving older adults across federal agencies, support of national aging
services projects and resource centers, and evaluation and oversight of initiatives authorized by
OAA. LCAO’s recommendations for Title Il include those that would enhance evaluation to
provide better information on the effectiveness and efficiency of OAA programs; strengthen the
capacity of the Aging Network to meet the core objectives of OAA; provide improved research
and coordination of federal programs serving older adults; and take proven demonstration
projects to scale.

¢ The OAA should amend and include provisions that promote cultural and linguistic
competence for all racial and ethnic groups, as well as lesbian, gay, bisexual and transgender
older adults.

Systems & Programs

% Strengthen the role of the Aging Network to integrate medical and human services-based
long-term services and supports (LTSS), particularly in order to promote the Aging
Network’s role in health, wellness (both physical and behavioral health) and care
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management. To this end, make permanent and fully fund the Aging and Disability Resource
Centers and evidence-based health promotion and disease prevention programs, such as the
Chronic Disease Self-Management Program.

Strengthen the ability of the Aging Network to improve OAA performance by creating

capacity-building initiatives. Specifically:

o Add to the existing Title II evaluation provisions under Section 206 to enhance the
capacity of the Administration on Aging (AoA) to perform program evaluations for
current OAA and emerging programs. This enhanced capacity would allow AoA to
further develop its involvement in evidence-based programming and evaluate the Aging
Network’s role and capacity in providing long-term services and supports and related
system change efforts. The evaluation activities would be funded through their own
authorization under Title II.

o Add a new section under Title II creating a technology development program to assist the
Aging Network to invest in and utilize new and innovative technologies to improve
service delivery and more effectively track and report on OAA programs and services.

Reinforce the role of the Assistant Secretary to provide training and technical assistance,
conduct oversight, and disseminate best practices related to the OAA’s advocacy provisions.
Require the Administration to develop ways to capture and evaluate advocacy activities at
the federal, state and local levels which detail their impact on the lives of older adults and on
existing policies and systems to improve the lives of older Americans. Such mechanisms
shall be developed in collaboration with stakeholders nationwide and focus on process and
outcomes elements that can easily be used by the Aging Network.

Amend Title I to authorize the Assistant Secretary to:
o Develop evaluation methodologies that seek uniform qualitative as well as quantitative
data to measure the impact of legal services on older Americans.
o Create a national legal advisory committee to:
= develop uniform reporting and delivery standards for legal services providers who
receive funding and entities who distribute legal services funds;
* make recommendations to the Assistant Secretary for improving and reforming
legal services funding and delivery models; and
» streamline qualification and authority standards for Legal Assistance Developers
nationwide.
o Make changes based on the evaluation and legal advisory committee input.

Amend Section 202(a) 21, which authorizes the Assistant Secretary to establish information
and assistance services as priority services for older individuals, to ensure that quality
information and assistance services are consistently provided to older individuals, encourage
OAA programs to seek accreditation using programs such as the Alliance of Information and
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Referral Systems’ (AIRS) Standards for Professional Information and Referral, and ensure
that there is full collaboration between all governmental information and assistance systems
that serve older individuals, whether specialized, crisis intervention, disaster assistance or
others.

< Authorize the Assistant Secretary to provide training and technical assistance as well as
funding to support the local adoption of person-centered approaches to economic casework.

2
£X

Strengthen the work and effectiveness of the Interagency Coordinating Committee on Aging

to integrate and coordinate federal programs serving older Americans by:

o Authorizing specific funding for the Coordinating Committee;

o Requiring that the committee meet quarterly;

o Requiring the participation of representatives from the Centers for Medicare and
Medicaid Services, the HHS Office on Disability, and Federal Transit Administration in
addition to those already required in the Act;

o Charging the Committee with unifying and coordinating activities of multiple agencies
and recommending and drafting necessary regulatory and legislative changes to stabilize,
expand and strengthen the direct-care workforce, and

o Charging the Committee with creating an inventory of all federal programs aimed at
reducing poverty and increasing the economic security of older adults; unifying and
coordinating the activities of agencies administering such programs; analyzing federal
program effectiveness against a goal of economic security that draws on a concrete
measure, using a methodology such as WOW’s Elder Economic Security Standard Index;
and recommending and drafting the necessary regulatory and legislative changes to
increase economic security of vulnerable and economically disadvantaged older adults.

Resource Centers

% Establish a technical assistance and resource center for core programs, peer to peer
assistance, and SCSEP programs to identify, develop and promote best practices. The Aging
Network needs to promote best practices to develop and expand models of long-term services
and supports programs that build upon the core programs of Titles III, V, VI and VIL

% Aging resource centers delineated in the OAA should explicitly address all racial and ethnic
groups as well as lesbian, gay, bisexual and transgender older adults.

< In provisions that refer to other minority resource centers, the OAA should include and list
the National Resource Center on LGBT Aging.
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< Effective engagement of older volunteers, particularly the baby boomers, can dramatically
increase the capacity of the Aging Network. Therefore, we recommend that the OAA:
o transition the Multi-Generational Civic Engagement pilot to a permanent program under

Title II and invest in the nationwide adoption of the models and best practices evaluated
in recent years;

o develop new roles and opportunities for older volunteers to expand nonprofit services to
vulnerable seniors, children and their families;

o authorize AoA to create a national strategy—in collaboration with the Corporation for
National and Community Service—to tap older volunteers as a source of social capital 10
meet critical community needs; and

o fund research on how older volunteers (a) increase capacity for the Aging Network and
other nonprofits (b) enhance health and independence for the volunteers, and (c) foster
improved outcomes for individuals, families and communities, including ways for older
volunteers to provide support and information to older adults and their families or
caretakers who have experienced or are at risk of elder abuse.

< Secure appropriate placement for the National Resource Center for Women and Retirement
within Title I of the OAA and make it permanent.

Title III

Title III authorizes the state and community programs of the Aging Network and establishes the
leadership roles of State Units (SUAs) and Area Agencies on Aging (AAAs). LCAO’s
recommendations for Title Ill include innovations and new strategies, but also proposals to
retain and strengthen current programs: Supportive Services and Senior Centers, Senior
Nutrition, Disease Prevention and Health Promotion, and National Family Caregiver Support.

State and Area Plans

< Clarify the importance of the AAA’s responsibility to seek information, input and expertise
from community-based organizations serving older adults, other service providers under the
Act, independent experts and other advocates in the planning and service area when
developing the area plan, particularly as it pertains to determining community needs,
identifying pressing issues and proposing solutions. The process by which this input is
solicited and considered should be as transparent as possible.

< Support civic engagement initiatives that promote the placement of older adults in work and
community service roles. Specifically (but not limited to):
o Create a volunteer management grant program available to senior centers, AAAs or other
nonprofit organizations. The grants should be awarded to organizations to support
volunteer management positions and staff training focused specifically on recruitment,
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placement, and retention of volunteers age 50+, The grant program should be
administered under the civic engagement authority of the Administration on Aging.

o Amend the area plan language to include a provision that adds to the plan strategies to tap
the resources of adults age 50+ in volunteer and paid work, including multigenerational
work and senior-to-senior service activities.

o Direct the Assistant Secretary to work with state units on aging and area agencies on
aging to ensure that older adults requesting information about service, learning, and
employment opportunities are provided with appropriate referrals, information, or
resources.

< Allow SUAs, and AAAs in consultation with the SUA, to use a locally determined measure
of economic security to measure economic need and target services in the state and area
plans.

2,
o

Strengthen state and area plans by including the option to monitor direct care workforce
supply and standards in the State and area’s assessment of how prepared the State/area is for
any anticipated change in the number of older individuals during the 10-year period
following the fiscal year for which the plan is submitted.

% Support the development of innovative, community-based service delivery methods by:

o Incorporating, to the extent feasible, reporting on state funding and/or sponsorship of
matching service referral registries into state and area plans for the purposes of assisting
participants in identifying and employing qualified service providers. Relevant reporting
information includes contact information for the registry; its service area; and the number
of consumers and workers participating.

o Allowing states to develop and run matching service registries as an Information and
Assistance service (Sec. 321); and

o Authorizing funds for creation of and improvements in state matching service registries
(Sec. 373(b) and the new Title IV grant program).

*» When Congress updates the authorization levels in the OAA, it should assess the adequacy of
the state minimum funding level established in Section 308 for coordination of statewide
long term services and supports, planning, monitoring and evaluation. Section 308 allows
states to keep 5% or $500,000, whichever is greater, for these purposes. This authorization
was last updated in 1984. Many states, as a result, have relied on this stagnant amount for
almost thirty years. Additionally, the reauthorization should grant states the ability to request
additional administrative funding from AoA when the funding they receive is not sufficient
to carry out their planning, monitoring and evaluation duties as outlined throughout the Act,
including in Sections 305 and 307.
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Acknowledging the work in some areas to make health care entities aware of community-
based supports and services, direct AAAs to include in their area plans their strategies such
as a community care coordination task force to ensure that health care entities are made
aware of community based supports and services available through the Aging Network and
to direct the Assistant Secretary to gather and publish regularly a summary of best practices
toward meeting this goal.

111 B: Supportive Services

°
o<

o
o

Retain the mandate of OAA legal services.

Expand the description of transportation services in OAA III B to include mobility
management activities. Providing a broad enough definition of mobility management to
include the different facets of this burgeoning approach to providing transportation resources
promises to improve both program effectiveness and the responsiveness of services they offer
to consumers’ needs.

Formalize the role of the Aging Network in the coordinated public transit-human services
transportation planning process and authorize funding support and technical assistance to
support these efforts. Include complementary provisions that reinforce and build upon this
role under the pending surface transportation reauthorization.

III C: Nutrition

o,
o

0
o

0,
o

Improve data collection in the Title III C nutrition programs, particularly measures of unmet
need, such as waiting lists.

Enhance the current flexibility in the allocation of Senior Nutrition Program funding in local
communities while preserving the integrity of the separate congregate and home-delivered
meal programs.

Invest in the opportunity to use Title IIl C funds not only to serve the current population in
need but also to transform congregate home-delivered nutrition services to meet the nutrition
needs of the burgeoning numbers of older individuals seeking to remain healthy in their
communities.

Look for and provide support for best practices in nutrition programs that have succeeded in
recruiting and retaining first wave boomer participation in addition to existing clientele.

Encourage nutrition programs to offer participants full access to fresh fruits and vegetables
and where appropriate and financially feasible offer meal options based on cultural and
ethnic either requirements or preferences.
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% Add language to the OAA nutrition section to highlight the need for the provision and

funding of special meals stemming from a religious requirement, ethnic consideration, or
health condition when there is sufficient demand in a community to warrant such special
meals. Additionally, have AoA analyze whether service providers are able to obtain viable
contracts for these special meals, and ensure that nutrition projects encourage those who
distribute meals to homebound individuals are aware of warning signs for medical
emergencies, injury and abuse.

111 D: Disease Prevention & Health Promotion

o
e

0
[

Key principles, standards and lessons learned from AoA’s Evidence-Based Disease and
Disability Prevention Program should be permanently imbedded in the core services of the
OAA., Title III D should be strengthened to integrate evidence-based health promotion and
disease prevention programs. Funding levels must be authorized and sufficient to meet the
need for these cost-saving and health-boosting programs.

Better recognize the importance of nutrition programs that actively support evidence-based
disease prevention and health promotion programs.

III E: National Family Caregiver Support Program

e
<3

*,
o

Strengthen the National Family Caregiver Support Program (NFCSP) by increasing its
authorization to $250 million per year.

Clarify that older caregivers of adult children with disabilities are eligible for NFCSP
services. Conflicting definitions in the Act have prevented the implementation of
congressional intent in the last reauthorization, so all relevant sections must be amended.

As part of a person and family-centered care approach, specifically allow for family
caregiver assessments to be provided to family caregivers under the NFCSP.

Make support of family councils in long-term care facilities an allowable activity under
NFCSP.

Housing with Services

2
L3

Add a new housing with services subsection (Part F) under Title III that would target
resources for the development and implementation of comprehensive housing with services
models to better serve older adults in federally-assisted rental housing and Low-Income
Housing Tax Credit Rental Housing. This new subsection would include its own authorized
funding amounts for a range of services, including all service categories currently outlined
under Title III B and planned for under the Section 305 and 306 planning provisions of the
OAA. Specifically, the section would include an area “Housing with Services Plan;” in-home
care (including personal care and chore services); coordinated case management services (in
collaboration with a service coordinator, if applicable); mental health and wellness referral
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services and screenings; congregate meal services; access to personal emergency response
systems and medication reminders/management systems; mobility management; chore
services; adult day services; aging services technology; and non-emergency transportation
services. The new subsection would include provisions focusing on how the programs would
coordinate with other Title IIl programs; interact with HUD Section 202 housing service
coordinators; grant allocation; technical assistance; quality assurance; and oversight.

New Ideas, Requirements

%+ Build on existing Title III provisions to encourage greater collaboration between AoA and
the DOT and FTA-funded programs that will help break down funding silos. By developing
effective partnerships, AAAs will be able to serve more individuals with additional funding
available through the FTA’s specialized transportation programs.

o<

» Transfer the current State Health Insurance Assistance Program (SHIP) to AoA and, if
necessary, authorize AoA to administer the program under the Act. This transfer of the SHIP
from Centers for Medicare and Medicaid Services (CMS) to AoA acknowledges the
extensive role of AAAs and Title VI Native Americans aging programs in providing
Medicare assistance and counseling to beneficiaries.

Title IV

Title IV supports testing of innovative programs and strategies and evaluation of their
effectiveness. However, resources have never been sufficient to support a vibrant research and
development function for the Administration on Aging, to provide not only rigorous evaluation of
new initiatives, but also a strong evidence base for current Aging Network efforts. In particular,
there is a need for measuring how these home and community-based services are a cost-effective
means to improve the health and economic security of older adults, and thus help bend the cost
curve of spending on Medicare and Medicaid. LCAQ’s recommendations for Title 1V include
strengthening existing demonstration projects and resource centers. Any new demonstration
programs and research on innovations should continue to support and build capacity for the
core functions of the Aging Network, and invest in building an evidence base before taking the
initiative to scale.

In addition, LCAO supports more emphasis on effective models of integrated community service
delivery (especially, HCBS delivery), long-term care institutional accountability, health
promotion and disease prevention, transportation, successful models of elder abuse and neglect
prevention, and training for career preparation and continuing education for personnel in the

field of aging.
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Building the Capacity of the Aging Network
Strengthen the ability of the Aging Network to improve OAA performance by creating capacity-
building initiatives, such as the following propesals.

« The research and development capacity at AoA should be strengthened by specifying in the
Act that a fully qualified Chief Science Officer be appointed with authority to direct Aging
Network-~related research, demonstration and evaluation projects based on rigorous scientific
standards. Rigorous standards, including peer review by leading scientists for the award and
execution of evaluations, research, and program demonstrations are needed for the results to
be credible, and thus of benefit to the Aging Network and older adults. Research, evaluations,
and demonstrations are needed that show cost savings (such as to Medicare and Medicaid)
that would be useful for budget scoring to demonstrate the ability to bend the entitlement cost
curve.

o

» Important service innovations occur at the community level, but there is insufficient funding
and research expertise at that level to translate/validate best practices into evidence-based
interventions. An investment in such research can be made through appropriately designed
grant programs that relate to the priorities of the OAA and the Aging Network.

<+ Funding should be made available through grant competitions directed to the community
level (to AAAs, senior centers and other CBOs) for evidence-based research, evaluations and
demonstrations. The grants should be based on partnerships with local universities and
community-level Aging Network organizations, and focus on priority areas where innovation
is needed. Research/demo agendas should be consistent with state and area plans.

« Create a senior center modernization fund to foster senior center innovation, leadership, and
capacity-building. Tap into the vast expertise of multipurpose senior centers by expanding
their role in state and local needs assessment and planning.

++ Create a new training and professional development program to boost employment efforts in
the field of aging services that we as a nation have a strategic interest in growing: jobs in the
provision of aging services and long-term services and supports. This new program would
have its own funding authorization so it would not be dependent on other OAA funds or take
away from services.

0,
oo

Direct the Assistant Secretary to work with HHS and CMS to create demonstration projects
to assist AAAs and ADRC:s to extend their expertise in supportive services planning and
delivery to health/medical care entities that are involved in developing new models of care
coordination and disseminate best practices and resource tools in these areas.
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Current Resource Centers and Demonstrations

< Reauthorize Community Innovations in Aging in Place to 1) promote aging in place through
the identification of innovative strategies to link older individuals to programs and services
that sustain quality of life and independence and 2) ensure that the National Technical
Assistance Center remains a resource to demonstration grantees and a central repository of
the tools, assessments, data, lessons learned, and best practices that arise from the
demonstrations, for the benefit of the nation’s Aging Network.

< Authorize dedicated funding to implement the Technical Assistance and Innovation to
Improve Transportation for Older Americans program under Section 416 of the OAA.

New Ideas for Resource Centers and Demonstrations

< Authorize and provide funding for the Assistant Secretary to establish an economic security
Tesource center to test innovative practices in planning, evaluation and service delivery using
a locally-determined measure of economic security. Funding will build on existing practices
by SUAs, AAAs and other community-based service providers to incorporate an economic
security framework and measure in OAA programs through a national clearinghouse of best
practices and targeted technical assistance. The resource center will:
o create an economic security evidence-base;
o pilot test uses of a locally determined measure of economic need in OAA programs; and
o build the capacity of the network to target services to economically vulnerable

populations.

++ Establish grant programs to fund:

o state initiatives on coordination and improvement of long-term care workforce training,
including standardization of training principles and practices;

o state establishment of interagency data collection systems on long-term care workforce-
related variables; and

o testing and implementation of state payment and procurement policies that encourage
long-term care providers to adopt human resource practices consistent with high quality
service delivery.

+ Establish a demonstration program, including an Advisory Panel for oversight and
evaluation, to test an Advanced Aide training curriculum for direct-care workers who, with
training, have the ability to assume new responsibilities.

% Develop and fund a Nutrition Resource Center. The function of this center would be to help
the Aging Network improve programmatic operations including implementation of best

practices, capacity building, broadening coordinated care linkages, resource and information
sharing, problem solving, cost containment and multidisciplinary collaborations interactions.
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¢ To support the expansion and promulgation of Aging Network person-centered approaches to
economic casework, authorize the creation of the National Economic Security Center
Demonstration by the Assistant Secretary in cooperation with related Federal agency partners
administering relevant economic security programs (DOL, HUD, HHS, SSA, USDA,
NeighborWorks, CNS). Funding would be provided to establish local economic security
centers, implement new or expand existing economic security casework strategies, provide
training and technical assistance, evaluate impact and success, develop and maintain a best
practices clearinghouse, and provide web-based decision support and assessment tools.

Title V

Title V authorizes the Senior Community Service Employment Program (SCSEP), the only
federal program that provides job training and placement services for low-income older adults.
Participants are provided with part-time, subsidized employment while they receive training, job
placement assistance and supportive services; often SCSEP participants are with Aging Network
or other local organizations to increase the capacity to serve the community. LCAO’s
recommendations for Title V include those that seek to provide employment opportunities in new
sectors and strengthen coordination with the Workforce Investment system.

e

» The Senior Community Service Employment Program (SCSEP) should be reauthorized to
improve the program and funding should be expanded to serve a greater number of low-
income seniors, while enhancing coordination with the Workforce Investment Act system,
which is also up for reauthorization.

» Community service should be maintained as a strong component of the program. In addition

to helping older workers achieve self-sufficiency, the SCSEP also provides an economic

boost to communities and much needed assistance to agencies where the older workers
provide services.

% Priority service to older individuals with multiple barriers to employment should continue to
be maintained as a strong emphasis and the program should continue to provide the full range
of customized services and supports that has been proven successful in serving older workers
and helping them transition to the workforce.

% Allow the use of pilot and demonstration authority in Section 502(e) to:

o provide new services for participants as well as extend services to older adults who are
low-income but do not qualify for SCSEP;

o expand the scope of SCSEP to provide a broad range of direct and referred services for
seniors who need job training and placement services and income supports by adopting a
person-centered approach that includes assessment of need, economic casework,
coordination of benefits, and engagement of diverse service providers; and
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o authorize a pilot to test “Sector Strategies” in SCSEP to create employment opportunities
and applicable training to place older workers in jobs where local labor market need is
identified. Jobs will be created with an emphasis on addressing older worker issues such
as requisite physical conditioning, discrimination, workplace culture, flexibility, and job
specific skills and employer issues, including recruiting and retaining older workers and
redesigning roles for older workers.

++ Encourage SCSEP to train older workers to become Home Health, Personal Care Aides, and
other direct care workers, as has been successfully tested in 502(¢) pilots.

¢ Eliminate durational limits for SCSEP. Participants in SCSEP should be allowed to remain
on the program rather than be subject to the maximum time extension they would be
permitted in the current law. Revise performance requirements to better reflect the population
served, including evaluating placement rate rather than entered employment; measuring
earnings gain rather than average earnings; and adopting a community service measure that
retains an appropriate balance with job placement, reinforces the core purpose of community
service in the program and reflects the value of community service rather than the number of
hours worked by participants. Amend OAA Sec. 503(g) to ensure that durational limit exits
do not negatively affect the evaluation of programs.

« Create a competitive grant making process that ensures efficiency, fairness, and minimal
disruption to customers and is based on experience and performance. Grantees that meet
performance expectations should not have territories disrupted every four years, which
results in a decrease in services to older workers, at least for the first full year after
competition. Absent unusual circumstances, current or prospective grantees should not be
awarded territories for which they have not applied and do not have expertise to serve.

« Provide clarification and streamline the law to eliminate the complicated data validation and
data collection requirements. Current data collection requirements result in complex
procedures, which place an inordinate value on compiling information rather than on
customer-focused service delivery. Support the administration of SCSEP through
employment and training administrative funds rather than reducing grants to cover the cost of
administration.

<+ SCSEP projects should be encouraged to enter into memorandums of understanding (MOUs)
with their local AAAs (if the project is not administered by the AAA), outlining the steps the
agencies will take to effectively coordinate their programs, similar to coordination provisions
under Section 511 of the Workforce Investment Act.
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< The requirement to be unemployed is often a barrier to service for the most vulnerable older
workers who have sporadic, extremely low wage jobs. Eligibility requirements should be
changed to allow severely underemployed individuals who meet the program’s income limit
the opportunity for enroliment.

++ To emphasize the importance of senior-to-senior service and ensure targeted placement of
SCSEP participants in serving older adults and preventing elder abuse, amend the grant
authority section to provide that each SCSEP project approved by the Secretary “will
contribute to the general welfare of the community, which may include support for children,
youth, and families and for the health and safety of older adults.”

+#+ SCSEP should be encouraged to:

o work with nonprofit organizations that have a record of success in developing and
implementing effective technology curriculum designed specifically for older adults; and

o partner with such nonprofit organizations to provide training, comprehensive student
materials, evaluation, and support for a broad range of workforce technology skills,
including as appropriate and practicable basic and intermediate computer skills, Internet,
email, word processing, spreadsheets, presentations, and other key skills appropriate for
assisting older adults to enter or re-enter the workforce.

Title VI

Title VI provides primary authority for funding nutrition and family caregiver support services to
Native American (Indian, Alaskan and Hawaiian) elders, who are among the most economically
disadvantaged elderly minority in the nation. However, there has long been a lack of proper
investment in the Title VI programs, which further exacerbates the challenges Indian elders face.
LCAQ’s recommendations for Title VI, therefore, focus on different ways to build the capacity of
Title VI programs to better meet the goals of OAA.

«* Build the capacity of and funding for Title VI programs to strengthen their ability to serve the
complex and urgent needs of elders in Indian country.

% Create a new training, professional development, and technical assistance program under
Title VI to boost employment efforts in the field of aging services for Title VI grantees.
Current training and technical assistance support to Title VI programs is less than 1 percent
of Title VI funding while other Title IT and IV training and technical assistance provisions
have been unfunded. This new program would have its own authorized funding to promote a
range of capacity-building activities including training, professional development, and
technology enhancements.
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% Specify authorization amounts for Part A and B of Title VI at a level that corrects the
significant underfunding of the program and reflects the need in Indian country for these vital
services. Provide a comparable increase in authorization levels for the Part C Caregiver
Support Program over the same period. '

S

* Establish a new subsection under Title VI to focus on addressing the transportation needs of
Native American elders. This new subsection would include its own authorized funding
amounts for a range of mobility services including: transportation planning and coordination
efforts; collaboration with other transportation programs focused on the Native American
population; mobility management services; efforts to address unmet transportation needs; and
to develop new and innovative programs to serve elders’ transportation needs in rural and
frontier communities.

Title VII

Title VI, which authorizes vulnerable elder rights protection activities, plays a unique role in the
OAA because it does not fall neatly into the category of community-based services. Protecting
the rights and well-being of the most frail and vulnerable older adults living in long-term care
facilities is equally important to serving those still living in their own homes, and LCAQ’s
recommendations for Title VII are designed to give the long-term care ombudsman program the
necessary tools to protect residents’ rights, secure and protect necessary documents, avoid
conflicts of interest, and address elder abuse, neglect and exploitation. Also included are
proposals intended to strengthen the state legal development program to enable it to realize its
Sfull potential.

% Strengthen the State Legal Assistance Developer Program by requiring each state to have a
full-time legal assistance developer; providing that the Assistant Secretary develop, within 12
months, standards for the work and qualifications of developers; and ensuring that the
developers be independent from political and other influence to set priorities and address
issues as necessary.

%+ The Assistant Secretary shall ensure through regulation (or other communications with OAA
programs) and through oversight that all programs funded under the OAA have received the
appropriate elder abuse-related training, where staff, including volunteers, come into direct
contact with older adults. Further, the Assistant Secretary shall ensure the coordination
between Title VII abuse prevention education and awareness programs and Title II and Title
VI programs.
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Long-Term Care Ombudsman
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Direct the Assistant Secretary to issue regulations that would clarify: requirements for long-
term care ombudsman training; the State Long-Term Care Ombudsman’s responsibilities to
manage the Ombudsman Office, including fiscal management; and that the Ombudsman
program shall be a unified program under the Office of the State Long-Term Care
Ombudsman.

Support and encourage resident and family councils by strengthening the ombudsman role
and by making support of such councils an allowable expense under the National Family
Caregiver Support Program.

Ensure that the Ombudsman program is effective and that the rights of residents are protected
by ensuring private and unimpeded access to the ombudsman and confidentiality ensuring
access to all records concerning the resident; allowing all facility residents to receive
ombudsman services.

Amend the OAA to do more to identify, remove, and remedy organizational and individual
conflicts of interest.

Strengthen the ombudsman program by providing a separate authorization for funding for
ombudsman services provided to assisted living facility residents and a demonstration
program for ombudsmen for home and community-based services; and update the
maintenance of effort provisions to ensure that funding for Ombudsman programs is not cut
during state budget crises.

Cross-Title Recommendations

Livable Communities (7itles IIl and IV)

20
Qe

Establish new provisions with dedicated funding authorizations to support the Aging
Network to assist state, county, city, and tribal governments across the nation to proactively
prepare for the aging of their communities and particularly the aging of the Baby Boomers.
The provisions would authorize funding and outline the role and activities to be performed by
a full-time planner/community organizer position. This new planner/community organizer
would take a leading role in working with other agencies and stakeholder organizations,
including the business sector, in developing a comprehensive livability plan and
implementation strategy that would be fully coordinated with the SUA and AAA planning
efforts. Activities would center on planning in such areas as health and wellness, housing,
transportation, economic development, civic engagement, and the use of health-related
technology. The provision would also establish a National Resource Center on Livable
Communities for all Ages to provide the necessary guidance, training and technical
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assistance to SUAs, AAAs, Title VI Native American aging programs, and non-profits in
their comprehensive planning efforts.

Transportation (Titles Il and IV)

< Explore ways to strengthen the Aging Network’s role in transportation’s coordinated
planning activities through greater collaborative efforts between transit, planning and aging
agencies and enhancing the role of the Aging Network in the growing field of mobility
management services. (See other transportation recommendations under Titles Ill and IV}
Include complementary provisions that reinforce and build upon this role under the pending
surface transportation reauthorization,

Emergency Preparedness (Titles Il and 11I)

« Promote federal, state, and local information sharing by establishing a consistent policy to
ensure that FEMA voluntary National Emergency Family Registry System and state Silver
Alert information for the age 60 and older population is shared with the SUA and AAAs in
federally declared disaster areas. In addition, grant funding should be established through
AoA and FEMA to support the SUA and AAAs working with regional and local Emergency
Management Authorities to implement a voluntary emergency preparedness registry system
for people with functional needs. It is recommended that the system utilize geographic
mapping technology.

e

* Reinforce existing federal policy to formalize coordination plans. Build on the emergency
preparedness provisions added to the OAA in 2006 by requiring that AoA work with FEMA
to formalize coordination plans with the SUA and AAAs. Direct HHS, AoA, FEMA Office
of Disability Integration and Coordination, and Department of Homeland Security to train the
Aging Network on how they can work effectively together during disaster planning, response
and recovery efforts.

++ Fulfill the promise of the OAA emergency planning provisions by authorizing dedicated
funding to AAAs to support the critical endeavors described under Section 306(a)(17).
Reassess the OAA disaster assistance program under Section 310 and consider changes that
will allow AoA to provide more substantive and timely aid to the Aging Network in times of
disaster. As an example, raise the cap on the amount of total payments during any fiscal year
to states, AAAs, and tribal organizations to provide supportive services during disasters,
which is currently based on a percentage of total Title IV appropriations.

For more information about the Leadership Council of Aging Organizations (LCAQ) or
this consensus document, please contact the current chairing organization. Contact
information available at www.lcag.org.
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Testimony of
Heather A. Bruemmer, Executive Director/State Ombudsman
State Of Wisconsin; Board on Aging and Long Term Care
Before the U. S. Senate Special Committee on Aging
on the
Reauthorization of the Older Americans Act
May 26, 2011
Chairman Kohl, Ranking Member Corker and members of the committee, thank you for this

opportunity to testify on the reauthorization of the Older Americans Act (OAA). My name is
Heather Bruemmer. I am the State Long-Term Care Ombudsman for Wisconsin and I am also
representing the National Association of State Long Term Care Ombudsman Programs

(NASOP).

It is a privilege and honor to be here on behalf of the Ombudsman advocates who work daily
to assure the rights and well-being of hundreds of thousands vulnerable residents living in long
term care settings in this nation. The significance of the effort to reauthorize the Older
Americans Act cannot be overestimated. It is a primary duty of this nation to protect our most

vulnerable individuals and to preserve their pride and dignity.

Everyone has a history, a story, and memories, so it is our responsibility to assure that all
members of our rapidly aging population have the proper access to services that will respect their
right to be who they are and who they have been. They deserve to have the best quality of life
and care in the twilight of their lives.

The OAA provides critically needed home and community based services that forestall
institutionalization and allow older adults to remain for as long as possible in the community
with needed support. Since 1978, the Ombudsman Program has been a core component of the
OAA. Tt is the only program in the Act that specifically serves consumers of services provided

by residential care facilities.

ADVOCATE FOR THE LONG TERM CARE CONSUMER
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1 think that we all appreciate and value the importance of living in our own home and, as a
result, there has been a remarkable growth in the amount of home and community based services
available for seniors in Wisconsin. However, some elders can no longer live safely in their own
homes and must move at some point in their lives to either an assisted living facility or a nursing
home. In November of 2008, the number of Wisconsin Assisted Living beds surpassed the
number of Skilled Nursing Facility beds, indicating a significant trend that is expected to
continue into the future. This trend is not unique to Wisconsin as similar shifts in long term
caregiving are occurring from the Atlantic to the mid-Pacific. All of the elders who live in long
term care facilities of all sorts need to be able to rely on the advocacy services of the

Ombudsman Program.

Wisconsin was one of the original pilot states when the Long Term Care Ombudsman
Program was first created by Congress, and our state has continuously relied on and improved

the advocacy resources available to aging consumers.

When the Wisconsin Board on Aging and Long Term Care was formed to be a home for the
Long Tenn Care Ombudsman Program in 1981, there were only five Ombudsmen serving
nursing home residents in all 72 counties. Today, a complement of 15 regional Ombudsmen and
over 100 volunteers are serving 95,000 clients of nursing homes, community-based residential
facilities, adult family homes, residential care apartment complexes, and persons who reside in

their own homes and receive services through the Medicaid waiver programs.

As the need for and nature of long-term care services and supports have grown in scope and
complexity, federal support for the LTC Ombudsman Program has not always grown in
proportion to that need. When the mandate to serve residents in assisted living was added to our
mission by the 1981 amendments to the OAA, there was no new fiscal authorization for this

function.

The addition of responsibility for residents of assisted living has nearly doubled the number
of potential consumers of Ombudsman advocacy services, yet there still has been no funding

specifically directed toward meeting this objective.
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Nationally, ombudsmen visited 79 percent of all nursing homes on a quarterly basis last year, yet
only 46 percent of all board and care, assisted living and similar homes received a quarterly visit
due to funding inadequacies.' Throughout the country, it has become increasingly more difficult
for Ombudsman Programs to serve residents in assisted living. The inability of Congress to
provide sufficient funding is certainly not the result of a lack of trying by champions of the Long
Term Care Ombudsman Program such as yourself, Chairman Kohl, and the members of this

commiittee.

Each year, the LTC Ombudsman Program resolves hundreds of thousands of complaints
made by or on behalf of aging consumers nationwide.? Nationally, 77 percent of these
complaints are resolved or partially resolved to the satisfaction of complainants as a result of
Ombudsman activity. The majority of Wisconsin Ombudsmen’s time is spent in skilled nursing
facilities. If we were able to address the needs of people living in assisted living with the same
intensity as we do the concerns of those living in nursing homes, our numbers would be

astronomical.

Intuitively, we believe that individuals living in assisted living have complaints and concerns
that are going unheard. The Ombudsmen cannot confirm this assumption with any degree of
certainty due to their inability to visit and advocate for the persons in these provider facilities

with the same frequency that we devote to nursing home residents.

The LTC Ombudsman Program offers significant consumer protections to residents.
The complexity and diversity of consumers who live in residential care facilities is growing.
Noteworthy concerns such as falls, medical mismanagement, medication errors, pressure ulcers,
and abuse situations have been on the rise in Wisconsin. Ombudsmen spend a tremendous
amount of time investigating these incidents, and also providing education and guidance to
facility managers and staff to help prevent reoccurrence of these problems. Unfortunately, the
Wisconsin Long Term Care Ombudsman Program is still confronted with the reality of
inadequate resources to provide the additional staff necessary to help reduce the incidence of

these potentially very dangerous issues.

i Source; 2008 AoA National Ombudsman Reporting System Data
© In excess of 250,000 complaints were lodged in nursing homes and board and care facilities in 2008 - source;
AoA National Ombudsman Reporting System Data

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00104 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 69 here 68180.069



VerDate Nov 24 2008

101

Ombudsmen spend much time educating and empowering facility leadership, staff and
families in methods of providing care that is consumer-centered, consumer-directed and based
upon meaningful relationships with caregivers. In Wisconsin and across the nation, Ombudsmen
focus on providing service to individuals, taking into account their life history, the rights they are

entitled to, and their preferences for services that will provide the highest quality of life and care.

Resident and family councils are the vehicles by which open communications are fostered
and facilitated as a means to ensure a common understanding of the issues and concerns that
must be addressed in order to deliver excellent quality care and a high level of perceived quality
of life. When considering the reauthorization of the OAA, it is important that this requirement to
maintain resident and family involvement with the assistance of the Ombudsman Program be

continued.

Access to confidential Ombudsmen services is critically important to the individuals we
serve in long term care. We are recommending that this reauthorization ensure that private and
unimpeded access by individuals to the Ombudsmen services in a confidential setting is not

compromised.

The sections of the Act relating to the process of and limitations on disclosure of client
information need clarification and emphasis. The current language needs to be strengthened so
that facilities are entirely clear that this right of access to and control of information guaranteed
to individuals is of the utmost importance to meeting the goals of the Act. We would also
recommend changing all references to “files” relating to residents or clients to “information” by
amending §712(d) of the Act. We want to ensure that all information provided by those seeking
assistance and maintained by the Ombudsman is subject to the recommended OAA disclosure

provision, not only that information which is contained in files or records.

It is important that the text of OAA clarify that the privacy provisions of the Health
Insurance Portability and Accountability Act (HIPAA) do not impede the access to resident
health records by the Ombudsman and representatives of the program. The Administration on
Aging has declared, in a memorandum (AOA-IM-03-01; dated February 4, 2003), that the
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Ombudsman Program representatives are performing a health care oversight function and they

are not impacted by the HIPAA Privacy rules.

Ombudsmen throughout the country report having contact with more and more individuals
who cannot speak for themselves and have no legally authorized representative to speak on their
behalf. We ask that provisions in Title VII of the OAA be amended to add language that will
encourage states to intensify their efforts to educate the public as to the value and importance of
completing the documents necessary to establish a trusted surrogacy relationship with a personal

advocate.

Wisconsin’s Board on Aging and Long Term Care and the National Association of State
Long Term Care Ombudsman Programs support the recommendation which would amend Title
11 of the Act to provide a base appropriation beginning at $1 million to the National Ombudsman
Resource Center (NORC) with subsequent annual increases. NORC has proven to be a valuable
site for Ombudsman Programs to obtain training, resources, and technical assistance despite
woefully inadequate funding throughout its history. It would be extremely helpful to expand the
Center’s training capacity and ability to work with state regulators on improving the

investigative processes used to deal with resident complaints.

The OAA gives us a strong foundation — and reauthorization gives us a window of
opportunity to build an even more robust demonstration of the nation’s concern for the well-
being of our elders. It is extremely important that Congress and the aging network come
together to strengthen our Long Term Care Ombudsman Programs to provide a safe, homelike
environment and to protect those members of our aging society who rely on the providers of

long-term residential care services.

On behalf of the Wisconsin Long Term Care Ombudsman Program and NASOP as advocates
for the nation’s vulnerable facility residents and consumers of long term care, I thank you, Sen.
Kohl, Ranking Member Corker and members of the committee, for allowing me to share our

thoughts about the reauthorization of the Older Americans Act with you.

I will be happy to answer any questions that you may have.
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INTRODUCTION AND HISTORY

Chairman Kohl, Ranking Member Corker, and Members of the Committee, I would like to
thank you for this opportunity to address the Special Committee On Aging. 1am Timothy
Howell, the Chief Executive Officer of Senior Citizens Home Assistance Service, Inc.
(SCHAS), a non-profit 501¢3 agency and service provider to the elderly and persons with
disabilities. In the interest of space I will address the agency by its initials “SCHAS”

throughout the remainder of this document.

SCHAS began ser\}ing the elderly and persons with disabilities in July 1970 in Knox County,
Tennessee. The mission of SCHAS is to improve the quality of life of the frail, elderly, and
persons with disabilities. The agency was formed through a grant from the Older Americans
Act in the amount of about $50,000, and to date SCHAS still receives funding from the
OAA. The grant funded a study to analyze whether or not elderly citizens would be able to
remain at home if provided caregivers to perform light housekeeping, laundry, grocery

shopping, cooking, and other homemaker services.

As a testament to the success of this grant, SCHAS has grown since 1970. The agency now
serves residents in 20 counties of East Tennessee with a service area that reaches from the
south in Chattanooga (Georgia border) to the north in LaFollette (Kentucky border) over to
the east in Newport (North Carolina border) and as far west as Roane County, Tennessee. In
fiscal year 2011, SCHAS is on target to help over 2,550 individuals remain in their homes
through providing over 360,500 hours of one-on-one care. The best part of this story is that
of these individuals 76% or 1,938 of them will be under the 150% federal poverty level.

Along with growth in the geographic service area and the number of individuals served,
SCHAS has experienced increases in budget, employees, and programs, The growth is a
result of the agency staying true to its mission while focusing on offering programs that fill in
the gaps where other services are not provided in the East Tennessee area, and forming
partnerships with many different entities and individuals. This has allowed SCHAS to be
financially stable throughout the years.
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PROGRAMS

At the core of SCHAS’ services is the homemaker and personal care program. This program
screens, frains, and employs people that want 1o be caregivers to provide homemaker and
personal care services 1o elderly and persons with disabilities. This program is successful
because of many reasons. The major ones are: ‘

» - Full Fee Private Pay Clients — People that have the ébility to pay for services
should, and this is consistently a major part of the agency’s budget.

» Sliding Scale Fee APrivate Pay Clients — These clients typically do not qualify for
government programs because of financial or physical reasons, but théy still
need the help. Because of funding from United Ways, local govem:ﬁents, and

‘ fundraisers, SCHAS is able to offer a reduced hourly rate that is determined
from the person’s net income, (gross income less necessary expenses).

> Accreditation — SCHAS is accredited by Home Care University, an affiliate of
the National Association for Home Care & Hospice. This vital oversight
ensures the agency provides the highest possible quality service.

» Caregiver Training — Caregivers are the heart of the program, and SCHAS ‘
places emphasis on treating them as professionals. Before hiring, SCHAS
performs background checks, reference checks, drug tests, and TB tests. A
registered nurse provides 72 hours of orientation and personal care training.
On-going training is required at monthly in-services.

> Government Programs — The Federal Government and the State of Tennessee

fund several programs that reimburse the agency by the hour for homemaker
and personal care services.

» Governing Board — SCHAS has a‘divérse governing board compiled of business
and financial leaders, social workers, medical personnel, legal advisors, and
retired individuals. The board members guide SCHAS with financial and legal
oversight, ensure high quality programs, help with fundraisers, and advocate for
the agency.- ) )

> Partnerships — SCHAS partners with for profit companies, government entities,

United Ways, foundations, private individuals, and other not-for-profit agencies.
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A few examples of these partnerships are: SCHAS receives cleaning supplies
from a local office supply company to give to people that cannot afford to
purchase them. Second Harvest, a local non-profit that distributes food, donates
non-perishable items so our caregivers can deliver it to those that may be
running low on food at the end of the month when their money runs low.
Volunteer groups paint homes or perform maintenance tasks for people that
cannot afford to get those needed chores done. Care-All, a home health
company, puts “Dove Trees” in the malls at Christmas to get poorer clients
much needed clothes as presents. Partnerships are.invaluabie in helping

SCHAS achieve its mission.

SCHAS is unique because the agency is capable of helping the affluent that can pay for
services, poorer people that qualify government services, and the middle class that
might not be able to pay the full fee but still do not qualify for government help. Oncea
person or family member decides to make the call for help, we can usually provide service
within a week. A timely response is important because if someone is calling for help then

he/she is admitting that a loss of independence has occurred in their life.

Although SCHAS caregivers typically work in the home, they are also able to go into
hospitals, nursing homes, or assisted living facilities, Caregivers are able to help people
transition from an institution environment back into their homes. This is vitally important
because people will often have to re-enter a hospital if they cannot get the support services
they need. SCHAS is tracking data about people that leave a hospital setting and return to
their home that use our services to help with this transition. These people either had no
family members to help them, or the family members had to work. 80% of these clients do
not have to re-enter the hospital after the first 30 days. I am not claiming that SCHAS is the
only reason they succeed at remaining home, but SCHAS caregivers are able to help them get
medicines, remind them to take their medicines, perform grocery shopping and meal
preparation, provide transportation to doctors’ appointments, keep their homes clean, and
help them with bathing. Additionally, some of these people no longer use our services

because they are now well enough to live by themselves again.
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I am positive that SCHAS saves taxpayers’ dollars when we receive the phone call in time to
help. In the example above Medicare dollars are saved because the agency is a support
system so that the person does not have to re-enter the hospital. SCHAS caregivers are
trained to notice if a person has significant fall risks in the home (like rugs that slide easily on
the bathroom floor), or if the client’s physical condition has deteriorated and the person is
now a higher fall risk. Our caregivers check the food in the refrigerator to ensure that it has
not spoiled. This prevents food poisoning from oceurring. Our caregivers are trained to
look at skin color to see if it has changed since the last visit, and talk with the person to
ensure the client’s mental status is unchanged. Prevention, intervention, and early
detection are keys to successfully keeping a person in the home. Caregiver training

allows SCHAS to be successful in all of these areas.

SCHAS employs caregivers of all ages, but over 50% of the employees are older than 49.
The agency’s oldest caregiver was born in August 1921, As a part-time caregiver, she is
excellent at providing companionship to a client while cleaning the home and her wide smile
can brighten up anyone’s day. Being a caregiver is a career path that older adults can choose
for employment. Upon passing all background checks, SCHAS trains new hires, and the
only educational requirement the agency has is that the person be able to read, write, and take
verbal instructions. Because of the economic downturn, SCHAS has received some funding
to help pay for the costs of training for people that need jobs. However, the agency has not
been successful in receiving federal grants. Since the demand for caregivers is growing, I
believe that older Americans can find employmeht as caregivers, and funding for

training would allow agencies like SCHAS to employ this group that faces challenges in
finding jobs.

RENAISSANCE TERRACE

Despite the best efforts of trying to keep people in their homes, there may come a time when

the cost of one-on-one care becomes too expensive. Realizing that people need affordable
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solutions to this challenge, SCHAS held a capital campaign to build the corporate
headquarters of the agency, and a 48 unit assisted living facility. The facility was completed
in October 2008 and offers all the services of an assisted living facility in the State of

Tennessee (except a secured behavioral unit) for one price of $2,200.00 per month.

Renaissance Terrace is-a beautiful assisted living facility located in the Fourth and Gill
neighborhood of downtown Knoxville. Funding for the building came from several different
places including: Knox County government - $3,000,000.00, State of Tennessee -
$3,000,000.00, Federal Government - $196,000.00 grant for furniture, foundations, and
individual contributions. Intotal SCHAS raised over $8,600,000.00. By raising funds to
pay for the cost of the building, the agency is able to keep the monthly fee more affordable
for the middle class. This plan has worked, and over 50% of the people that live in the
building meet the HUD poverty guidelines. However, they are able fo pay for their services
by themselves or receive financial support from family members, the Veterans

Administration, or other funding sources.

Often people that move into assisted living facilities will sell their home in order to pay the
monthly fee. If they outlive the money from the sell of the home, they get into a financial
bind and may have to move into a nursing home and then Medicaid will pay the cost.
Sometimes family members (such as children) have the ability to help pay for the cost, but
this puts a financial strain on them if the person lives in an assisted living facility that charges
well over the amount the individual receives in Social Security benefits each month. I have
personally talked to the residents and their family members, and I can testify that they are
grateful for the facility. You can see the stress disappear from their faces when they realize

they have found a place to live that they can afford.

Renaissance Terrace is full and has a waiting list. As a program of SCHAS, it has a balanced
budget and is paying 26 employees and all other operational expenses without receiving any
other funding. 1 believe this model could be easily duplicated throughout the State of
Tennessee and the United States of America. Renagissance Terrace is an affordable

solution that relieves the financial stress of the residents while providing quality care.
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A short-term investment by several government entities and private donors is now
proven to be a long-term health care solution that will save taxpayer dollars for years to

come by allowing people to pay for services themselves.

OTHER PROGRAMS

As mentioned previously, SCHAS programs are needed because we strive to fill in the gaps
where there are no services offered. This allows the agency to be successful in fulfilling its
mission. Some of our other smaller programs at the agency are:

» Home Hair Care - Cosmetologists travel to the homes of people that can no longer
travel to the beauty shop and provide all the services that one could receive at a salon.
This service is extremely important to the self-esteem of the individual and family
members. The pedicures are vital to diabetics that can no longer safely trim toe nails.
This program serves around 130 people each year.

» Live-in Caregiver —~ Caregivers stay in the home of the client for several days ata
time. The caregiver lives in the home, has a bedroom, and is paid a daily rate. The
client needs to be able to allow the caregiver to sleep through the night. The client
pays a daily rate for this service. This program serves around 8 people each year.

» Volunteer Program — Volunteers perform services that our caregivers cannot do such
as yard work, building wheelchair ramps, painting houses, and cleaning gutters. We
also have volunteers at Renaissance Terrace such as school children that perform
skits, and artists that sing or paint. This program serves around 300 people each year.

» Helping Others Provide Excellent Care — The SCHAS nurse educator offers classes to
family caregivers that need help dealing with the stress of being a caregiver. We
educate people about whom to call in our community to get help, and we teach them
how to safely provide care in the home. Local government and foundation grant
funding allows us to provide this training.

» Elder Food Program — This program is a partnership with Second Harvest Food Bank.
Second Harvest delivers pallets of non-perishable food to our offices and then
SCHAS office staff put the food in recyclable canvas shopping bags. If an employee
of the agency sees a client that is struggling with purchasing food a caregiver will

take a bag of food to the client when the caregiver visits the home to supply
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homemaker services. The amount of food in each bag is around a four day supply.

This program serves around 450 people each year.
SUMMARY

What is the cost for someone to have dignity and the best possible quality of life during the
dying process? I have a limited viewpoint of this because I have not personally seen all the
different solutions offered in America. However, I can quickly recognize people that
succeed at dying with dignity. One example that comes to mind is the story of a widow
whose husband died serving America in World War I1. She lived in a small house in a rural
community in East Tennessee. Her SCHAS caregiver mailed to our nurse educator a tear
stained story about how she helped this lady during her last years. This American Hero
never remarried after her husband's death because she loved only him and wanted to honor
him. She worked in a factory to pay her bills, and this allowed her to buy a small house. Her
finances were limited so she ate peanut butter most of the time. She heated two rooms of her
home in the winter, and had box fans in the summer. SCHAS provided about three hours of
help to her each week on a sliding scale fee so that her home would be clean, and she
consistently paid her bill with “thank you™ written on the check. The SCHAS caregiver is
the person that found her after she had passed away peacefully in her home.

Most people may think that living on a diet that consists of peanut butter as the main staple,
and not being able to heat more than two rooms in their home is undignified, but she was a
person filled with dignity and honor. She lived a simple life — her life, in a manner that she

chose. She made her own decisions, and was able to live and die on her terms.

SCHAS is blessed to have many different funding sources, volunteers, programs, and caring
staff. All these resources allow the agency to offer affordable options to a population that is
battling to maintain their dignity and honor. Every person that needs the agency’s help is
different with their own unique story. Recognizing this fact, the agency develops a personal
care plan based on the individual client’s needs. I do not believe the question should be,

“what is the cost for someone to have dignity during the dying process?” I do believe the
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question should be, “what message does a society send if its citizens die in an undignified
manner?” [ have faith that the Select Committee On Aging will find affordable answers to

this question.
RECOMMENDATIONS

1. Non-profit service providers have efficient, cost effective programs. SCHAS is
training and hiring individuals that are over 50 to be caregivers. Renaissance Terrace
is an example of how to help the middle class pay for care so they will not become
financially indigent and have to rely on government funds for services. Look for
programs that provide a return on investment that do not continually request funding.

2. While Tennessee’s Home & Community Based Services provided through the Long-
Term Care Choices Act is improving cost-effectiveness and expanding services to
needy, seniors the Single Point of Entry System needs to be easier to navigate, and
information obtained should be shared with all the organizations that need it. People
trying to enroll into services are repeatedly asked the same questions because answers
are not shared. Asa servicé provider, we do not always receive information needed
to provide care safely for our caregivers and the client. Service providers need to be
included in the development stage of this process.

3. Educating people about services is vital, and service providers can helj) with this task.
We need information to distribute at expos and job fairs, and also to clients that call
us needing help.

4. Partnerships result in accountability and efficiency. SCHAS values the relationships
we have with the Area Agency on Aging, Office on Aging, Veterans Administration,
Managed Care Organizations, United Ways, foundations, hospitals, home health
agencies, other non-profits, political officials, volunteers, and many others, Funding
applications and grants need to request how partnerships will be utilized to make the
program efficient.

5. Transitioning from an institutional environment such as a hospital, back to the home
is often a daunting task for people with limited resources. A system needs to be in

place to help people facing emergency situations to be successful so they do not have
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to reenter the institution. I believe service providers can be the link people need to
succeed and save doliars in Medicare expenses. Increased effort is needed to develop
transitional case management teams representing acute care entities, managed care
organizations, and service providers.

Transportation is needed in rural areas to get people to doctor appointments. Service
providers can help with this because our caregivers can transport clients. SCHAS has
this program in place for private pay clients. We need this service to be authorized
for people enrolled in government programs.

Programs that receive funding need to be accountable and report how the funds are
impacting the community that is being served. SCHAS completes success indicators
each year for United Ways that report the impact the agency has in the community.
This informs the contributors about the success of the agency. 1believe American

Taxpayers want to be assured that funded programs are successful.

10
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Additional Questions from Senator Casey to Mrs. Rosalynn Carter for the Record:

1. What opportunities do you see in the Older Americans Act to improve service
coordination between professional and family caregivers?

The Older Americans Act may provide several opportunities targeting the improvement of
service coordination between professional and family caregivers. These opportunities are
briefly listed below:

Establishment of a National Quality Caregiving Task Force to develop a work plan to create a
caregiver support system and implement nationwide. This plan would include, but not be
limited to:

o, Establishment of state-wide systems to assess and analyze caregiver status and
health. Utilizing the Centers for Disease Control and Prevention’s Behavioral Risk
Fact Surveillance System’s (BRFFS) caregiver module, data could be collected
every two years. The data from this caregiving module would enable states to
identify sub-populations of caregivers with unmet needs, provide much needed
information on tracking rends in caregiver health, and implement caregiver
support programs. Programs established would be driven by data analyzed for
caregiver benefit outcomes and costs effectiveness.

e Encouragement of professional development for current health care
professionals regarding the needs of and evidence-based programs for
caregivers. Professional development should encompass education and how to
assess the needs of family caregivers in a culturally-sensitive manner, how to
effectively partner with them and how to implement referral protocols specific
to evidence-based programs.

e Revision of training curriculum in current and future heaithcare education for all
healthcare professionals {physicians, nurses, therapists and many more). New
curriculum should target the health of caregivers and evidence-based programs
that support and sustain them.

e Revision of routine patient assessments. Routine assessments already being
conducted by healthcare providers (hospital discharge, home care, outpatient
rehabilitation) or government funded (Area Agencies on Aging) should be revised
to include a caregiver component. In addition, government and other third-party
payers should reimburse healthcare providers for conducting a caregiver
assessment.

2. From your experiences, what do you see as the biggest impediment family caregivers
face in trying to help their foved ones?

One of the biggest impediments faced by family caregivers today is the awareness of and

connection to community resources appropriate for caregivers. Caregiver resources/programs
should be evidence-based and culturally-sensitive. To overcome this barrier, a national
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outreach and public education campaign should be launched. Goals of the campaign would be
to:

+ Inform the public about who caregivers are;

o Help family caregivers recognize, identify, and access available community
resources; and

* Identify how individuals, communities, employers, and faith communities can
empower and assist caregivers,
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“Meals, Rides and Caregivers: What Makes the Older Americans Act
So Vital to America’s Seniors™
May 26, 2010
Questions for the Record for Assistant Secretary for Aging Greenlee
Senate Special Committee on Aging

Additional Questions from Senator Kohl for the Record

1. It’s our understanding that AoA has not promulgated regulations for the long-term care
ombudsman program and perhaps other programs in some years. Why is this, and do you think it
would be appropriate to issue more guidance than the agency is doing now?

Regulations for the Older Americans Act were last promulgated in 1988 and are found at 45 CFR
Parts 1321, 1326 and 1328. Part 1321 constitutes the regulations for Title III of the Act, which at
that time included the Long-Term Care Ombudsman Program. In the 1992 reauthorization of the
Older Americans Act, Congress created Title VII, Allotments for Vulnerable Elder Rights
Protection Activities. While regulations for Title VII programs, which includes the Long-Term
Care Ombudsman program, were proposed and published in the Federal Register by the
Administration on Aging (AoA) in 1994, final regulations were not adopted. It is the intention of
AoA to issue regulations for the Long-Term Care Ombudsman Program and other provisions of
the Older Americans Act in order to provide clear and consistent guidance.

2. Recently it came to the Committee’s attention that 15 or so Aging Resource Disability Centers
(ADRCs) are incorporating counseling on housing into their broader missions of assisting older
adults with information and referral about long-term care and other benefits and assistance
programs. Some of these housing counselors are being asked to assist thousands of seniors who
have taken out reverse mortgages under a program offered by the Dept. of Housing and Urban
Development (HUD), and who have fallen behind on property tax payments. Apparently some of
these seniors, perhaps through a misunderstanding with regard to the terms of their reverse
mortgage loans, may face foreclosure. Are you concerned about this, and if so, can you provide
information about what solutions may be at hand?

The U.S. Department of Housing and Urban Development (HUD) offers the Home Equity
Conversion Mortgage (HECM) reverse mortgage to adults age 62 and older. These reverse
mortgages have been attractive to older adults for a number of reasons. Older adults with few
assets aside from their home can tap into their equity to help them age in place. Borrowers can
live in the home as long as they want without making any monthly payments, aside from
property costs such as property taxes and insurance. Lenders are required to send prospective
borrowers to a HUD approved Housing Counseling agency which is required to explain: how
HECM works; costs; calculation of principal limit; financial implications of a HECM;
alternatives to a HECM; and the borrower’s obligations. Prospective borrowers cannot receive a
HECM loan unless they have been certified by a Housing Counseling agency as having
completed a counseling session.

A number of aging network entities, including area agencies on aging (AAAs) and Aging and
Disability Resource Centers (ADRCs), have become certified Housing Counseling agencies by
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working with one of the HUD approved Housing Counseling intermediaries. AoA believes that
aging network organizations are in a good position to assist prospective borrowers in
understanding whether or not a HUD HECM reverse mortgage is an option that would benefit
them.

Under the HECM program property taxes, insurance and other property charges are the
responsibility of the homeowner. Lenders have advanced property tax, insurance and other
property charges to borrowers who were unable to pay them. HUD is now requiring lenders to
try to collect these advances. Insome cases, older borrowers who are unable to repay these
advances may be in jeopardy of mortgage default or losing their home. Five HUD Housing
Counseling agencies have been selected to provide free counseling to HECM clients that receive
a delinquency letter. The approved delinquency Housing Counselors are working with
borrowers to assist them in resolving their delinquency. AoA is concerned and interested in
insuring that HECM borrowers receive the assistance they need. Toward this end, AoA has
worked to keep the entire aging network informed so that they are in the best possible position to
assist older consumers who come to them seeking assistance.
http://www.aoa.gov/AoARoot/AcA_Programs/Special_Projects/ HECM/index.aspx.

3. What role do the Senior Corps volunteer programs of the Corporation for National and
Community Service (CNCS), specifically the Senior Companion Program (SCP) and RSVP, play
in the Administration’s initiatives on Family Caregiver support and independent living? Is there
an active and continuing relationship between AoA and CNCS to coordinate these efforts and
what can be done to improve the integration of this work?

At the community level, SCP and RSVP volunteers have supported family caregivers by working
as volunteer respite providers for in-home settings and in senior center and adult day care
settings alongside staff who work directly with participants in such programs. These types of
activities pre-dated the NFCSP and continue to be an integral component of many caregiver
programs at the State and community levels.

SCP and RSVP volunteers have also been looked to for staffing at meal sites, senior centers and
have provided telephone reassurance, friendly visiting, and transportation services for
homebound and isolated seniors, ensuring a much needed contact to services and supports
available in the community. Such activities have helped to augment the capacities of
community-based programs.

AoA has met with CNCS to discuss ways in which our programs can collaborate and coordinate
more fully. We are currently updating our Memorandum of Understanding to enhance
coordination, expand our activities, and test new ideas. There may be opportunities to improve
the integration of SCP/RSVP programs more fully into aging network programs by looking
carefully at the services being provided and identifying opportunities for greater inclusion of
CNCS programs to augment grant-funded activities.
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Additional Questions from Senator Bill Nelson for the Record

As you're aware, as a condition for funds under the Older Americans Act (OAA), states are
required to establish and operate an Office of the State Long Term Care (LTC) Ombudsman.
Federal law requires that the functions of the State LTC Ombudsman Program include certain
activities, such as identifying, investing and resolving resident complaints.

On February 7, 2011, Brian Lee resigned as the program director for Florida’s Office of State
LTC Ombudsman. Mr. Lee resigned his position after he was told he would be fived if he did not
voluntarily leave his position. Mr. Lee reported that his resignation came after growing
problems with Governor Rick Scott. While a state can terminate an Ombudsman’s employment at
any time, without cause, there is growing concern that Gov. Scott willfully interfered with
performance of official duties by the Ombudsman’s office, which is prohibited under the OAA.
On March 8, the Administration on Aging (AOA) announced it would conduct a review of
Florida’s LTC Ombudsman program, and the circumstances surrounding the resignation of Mr.
Lee in terms of compliance with the OAA. According to the AOA, there is no expected timeline
for completing the review. The agency reported that it intends to be thorough in its review and
therefore “does not want to limit the review by setting an arbitrary time frame" for completion.
The HHS Olffice of Inspector General (OIG) has stated it will not initiate a separate inquiry to
determine whether actions by Florida officials or long-term care industry representatives
warrants criminal wrongdoing, but may reassess this depending on the AOA''s findings.

(1) Can you please explain the “willful interference” provision of the Older Americans Act, and
why this is an important protection for the ombudsman program?

The pertinent provision under the Older Americans Act states:

“The State shall ensure that willful interference with representatives of the Office in the
performance of the official duties . . . shall be unlawful.” [Section 712(j)]

Long-Term Care Ombudsmen need to be able to perform their duties in order to resolve
complaints and protect the rights of long-term care facilities. Interference with their duties could
compromise their effectiveness in successfully fulfilling their duties to these residents.

(2) Can you please provide an update on the investigation by the AoA on Florida's ombudsman
program?

The compliance review is currently underway by the Administration on Aging. Not only has
AoA been reviewing the relevant actions and policies in the State of Florida, but it has also been
researching previous AoA guidance in order to identify areas where additional guidance to States
may be helpful to strengthening Long-Term Care Ombudsman Programs.
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Additional Questions from Senator Wyden for the Record

1. The GAQ study highlights an issue that I think should be addressed. This issue is the lack of
data regarding the unmet need for Older Americans Act-services such as home based care, meals
and transportation. What efforts are currently underway at the Administration on Aging to better
identify who needs Older Americans Act services? As Congress takes up reauthorization is there
anything that can be done legislatively to help ensure that Older Americans Act services are
going to seniors who need them the most?

Available data indicate that great need exists for home and community-based services for older
adults and their family caregivers. In response to that clear need, State and local agencies across
the country actively seek additional funding, more than doubling the funding received through
the OAA to provide these needed home and community services.

In response to GAO’s request for uniform data collection procedures for obtaining information
on older adults with unmet needs, AoA recognizes the great variation between States in how they
are structured and administer diverse funding for home and community-based services; States’
desire for administrative flexibility to assist them in maximizing their resources; the need to
avoid imposing additional data collection burden for State agencies on aging; and the difficulties
inherent in trying to define need and unmet need for a varying range of services funded by
diverse Federal, State and local funding sources using different service definitions, AcA
proposes to develop a measure for need and unmet need that will minimize the burden to

States. We are proposing the development of a measure that will evolve over time as we work
with States and other Federal agencies to refine it to better meet our needs.

AoA proposes to initially use a relatively new data source, the American Community Survey
(ACS), to measure prevalence of disability. The ACS collects information on six types of
disability: vision, hearing, cognitive, ambulatory, self care (ADLs), and independent living
(IADLs). The six disability questions have been tested and vetted and are being used in surveys
throughout government. The first three year data file for this measure covering 2008 — 2010 will
be out in the fall of 2011. This data file provides a larger sample size than the one year data file,
and therefore, more reliable estimates.

AoA proposes to pull data for each State on residents aged 60 and older that answer yes to one
or more of the six disability questions. That number will serve as a proxy for need for home and
community-based services like those provided through the Title IIT of the OAA. To get to an
approximation of unmet need, states would calculate the total number of unduplicated adults
aged 60 and older receiving services like those provided under Title I of the OAA and subtract
that from the number of individuals with one or more disabilities.

We recognize that all service delivery through the OAA Title III is not directly related to
disability status. For example, an older person living in a rural area, without a car, may have a
need for OAA transportation services even though he or she does not have a disability.
Consequently this measure serves as a proxy for need and unmet need for Title III like services.
Over time, AoA would refine the measure to more closely approximate a direct measure of need

4
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and unmet need for services like those offered under Title III. In the meantime, this calculation
would provide an ongoing, uniform proxy measure of need that States could use to compare
themselves to other States as well as to a national estimate.

One promising study that may help us to refine this measure of need and unmet need is the new
National Health and Aging Trends Study (NHATS). This study of functioning in later life will
gather information on a nationally representative sample of Medicare beneficiaries ages 65 and
older. In-person interviews will be used to collect detailed information on activities of daily life,
living arrangements, economic status and well-being, aspects of early life, and quality of life.
The results of this and other data may assist us in further refining the proposed measures of need
and unmet need.

2. Your agency has worked with CMS over the past few years to develop Aging and Disability
Resource Centers as a new way to coordinate public outreach to and referral for both the aging
and disability populations. As you look to the future, what is the ADRC role vis a vis the Older
Americans Act and how does the ADRC model fit with the O4A’s Aging Network infrastructure?

AoA and CMS have given States significant flexibility in the design of ADRC systems to best
meet State and local community needs. Most States have embedded them in full or in part into
existing aging network infrastructure. To date, 52 States and Territories have developed 365
ADRC sites, with 19 States achieving statewide coverage of their ADRC program. Nationwide,
53 percent of the population now resides in an ADRC coverage area. The goal of the Aging and
Disability Resource Center Program is to empower individuals to make informed choices and to
streamline access to long-term services and supports. Long-term services and supports refers to
a wide range of in-home, community-based, and institutional services and programs, including
OAA programs, that are designed to help individuals with disabilities including the elderly. A
single, coordinated system of information and access for all persons seeking long term support
will minimize confusion, enhance individual choice and support informed decision-making. The
ADRC model therefore supports the larger long-term services and support system, including the
OAA aging services network.,
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Additional Questions from Senator Casey for the Record

1. Administration on Aging programs provide training opportunities to direct care workers, what
role(s) can the Administration on Aging have in improving direct care recruitment and retention
through other incentives such as wage increases and certification opportunities?

A number of AoA funded resource centers have assisted in the development and implementation
of professional certification programs. For example, the National Aging and Disability
Information and Assistance Support Center developed and implemented, in collaboration with
the Alliance of Information and Referral Systems (AIRS), professional certification for aging
network information and assistance specialists. Additionally, AoA is in the process of convening
the Personal Care Attendant Advisory Panel, a FACA committee authorized by the Affordable
Care Act. The Committee will provide advice and guidance on issues related to the adequacy of
the number of personal care attendant workers, the salaries, wages, and benefits and access to the
services provided by personal care attendant workers. The committee will assist and advise the
Department on personal care attendant workforce policy as it pertains to the Department, States,
local governments, and the private sector,

2. A recent report by the Kaiser Family Foundation found that there are two major obstacles
facing States in moving older Americans out of nursing homes into the community — the lack of
affordable housing and the lack of direct care workers. What do you see as ways that the Older
Americans Act can address these problems?

Ao0A is an active partner in the HUD HHS Community Living collaborative. One project of that
collaborative is funded by HUD, AoA and the HHS Assistant Secretary for Planning and
Evaluation (ASPE) and is charged with the design of a demonstration to coordinate housing,
health and long-term care services and to support low-income older adults. This project will be
looking specifically for ways to combine affordable housing with the appropriate supportive
services from direct care workers. A potential future effort of the HUD HHS Community Living
collaborative is an expansion of the Live Where You Work demonstration where younger
persons in subsidized housing are trained as direct service works to provide support to
individuals with disabilities, including the elderly, living in or near the subsidized housing.

Currently the Senior Community Service Employment Program (SCSEP - Title V of the Older
Americans Act) is administered by the Department of Labor (DOL). The President’s Budget for
FY 2012 proposes to transfer SCSEP to AoA. In the past, pilot programs have been conducted
through Title V of the OAA to develop training programs to help SCSEP participants (older
workers) become direct care workers. Additionally, several of the current grantees continue this
type of training when it meets a participant’s employment goals. AoA is working with DOL in
preparation for this transfer. AoA will also analyze these past pilot programs and the potential
applicability to the lack of direct care workers.

3. 8o much is said about the wave of baby boomers and the services they will need...can you
please share your thoughts about the role the aging network should play in ensuring that the
workforce -direct care workers and aging praofessionals - is in place to provide those services?

6
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The HHS Office of the Assistant Secretary for Planning and Evaluation has done a study on this
important issue, including projections of the need. AoA has been working to build the capacity
of the aging network to meet the future needs of America’s older adults for a number of years.
Within the confines of limited OAA funding, we have established national resource centers to
focus on building the capacity of the network in key areas of concern. For example, one
resource center is focused on building capacity within AAAs, another is focused on building
capacity in ADRCs, and another within State units on aging. While AoA does not currently fund
a resource center focused specifically on issues of direct care workers, many of the centers we do
fund provide some focus on this issue.

4. Medicare and Medicaid fraud is an issue that costs the government billions of dollars every
year. What increased role do you see the Senior Medicare Patrol Program having in CMS’
efforts to combat this?

The Senior Medicare Patrol (SMP) program serves a unique role in the effort to identify and
prevent health care fraud in the Medicare and Medicaid programs. SMP projects utilize the skills
of retired professionals as volunteers to conduct community outreach and education and provide
information that empowers beneficiaries and their families to recognize and report suspected
cases of Medicare and Medicaid fraud. Activities are carried out in partnership with the Centers
for Medicare & Medicaid Services (CMS), the HHS Office of the Inspector General (OIG),
healthcare providers, and other aging and elder rights professionals from around the country. In
FY 2011, 54 SMP discretionary grants were awarded to fund projects in all 50 States, the District
of Columbia, Guam, Puerto Rico, and the Virgin Islands.

In 2010, the Secretary of HHS announced that the Administration would double the funding for
SMP activities. Grants awarded October 1, 2010 provided additional funds from CMS for
expansion of SMP program capacity, including more volunteer “feet on the ground” to further
increase Medicare beneficiaries’ awareness of health care fraud prevention, identification, and
reporting. Funding was targeted to those States or localities identified by CMS data as having
higher rates or incidents of fraud and abuse. AoA has begun collecting data on results of this
expanded program funding, including increased numbers of volunteers, inquiries, and outreach
provided. A second round of CMS expansion grants was recently announced; SMP applications
are due July 18.

AoA continues to work closely with CMS to increase the role of the SMP program in health care
fraud control. AoA has enhanced collaboration with the CMS Center for Program Integrity to
facilitate referrals of fraud complaints directly from SMP projects to the CMS fraud contractors
(Program Safeguard Contractors—PSCs, Medicare Drug Integrity Contractors—MEDICs, and
ZPICs--Zone Program Integrity Contractors). In addition, SMP referrals are now being made
directly to the HHS OIG to ensure investigators can begin to quickly act on complaints. In
addition, AoA is working with CMS to provide SMPs facilitated access to 1-800-MEDICARE so
that beneficiary issues can be researched more efficiently. And AoA and CMS have developed a
protocol for the operators at 1-800-MEDICARE to refer hotline callers to their State SMP in
those instances where face-to-face assistance with issues involving potential fraud would be
helpful. These new roles and collaborative efforts help to ensure that the SMP program will
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educate and empower greater numbers of Medicare beneficiaries to prevent, identify and report
health care fraud at the grass roots level.

5. What more do you think can be done to better integrate the new initiatives in the Affordable
Care Act around prevention and chronic disease management with the disease prevention and
health promotion programs in the Older Americans Act. How can the nutrition programs and

exercise programs at Senior Centers fit help build on this?

AoA has for some time encouraged States to use OAA Title Il D funding to promote evidence-
based health promotion and disease prevention activities including through such venues as
nutrition programs and senior centers. These preventive health services grants provide funding
to States and Territories, based on their share of the population aged 60 and over, that support
activities which educate older adults about the importance of healthy lifestyles and promote
healthy behaviors that can help to prevent or delay chronic disease and disability, thereby
reducing the need for more costly medical interventions. They include programs related to self-
management of chronic disease, exercise, falls management and prevention, medication
management, mental health and substance misuse, and nutrition among others. Examples of
programs include Chronic Disease Self Management Program; Matter of Balance and Tai Chi for
falls management and prevention, respectively; Enhance Fitness; the Medication Management
Improvement System (MMIS); and Healthy IDEAS. With funding from the American Recovery
and Reinvestment Act, AoA has implemented Chronic Disease Self-Management Programs in 48
States. To date, over 36,000 individuals have completed this six week program enabling them to
better manage their complex of chronic disease(s). AoA also partners with the Centers for
Disease Control and Prevention (CDC) to help coordinate the expansion of evidence-based
prevention programs in communities.
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Additional Questions from Senator Casey to Max Richtman for the Record

1. What more do you think can be done to better integrate the new initiatives in the Affordable
Care Act around prevention and chronic disease management with the disease prevention and
health promotion programs in the Older Americans Act. How can the nutrition programs and
exercise programs at Senior Centers fit help build on this?

The Older Americans Act (OAA) and American Recovery and Reinvestment Act {ARRA) stimulus funding
have enabled a strong Chronic Disease Self-Management Program {CDSMP) infrastructure to be
developed that now includes over 4,000 community-based delivery sites, a national technical assistance
center on evidence-based prevention programs for the elderly, and a national CDSMP training and
certification center at Stanford University. In FY 2010, the Administration on Aging (AoA) funded 47
State and territory grants for CDSMPs, with an average award of $574,468, using funding provided
under the Recovery Act. Over 52,500 individuals have participated in the CDSMP programs offered
through this infrastructure. And for the first time, Healthy People 2020 objectives for older adults
include targets for building confidence inmanaging chronic conditions.

We are extremely concerned, however, about the implications of the expiration ofARRA funding next
year. it is critical that funding for the successful CDSMP be continued; the current state infrastructure
will likely fall apart without an extension of resources.

In its FY12 budget proposal, theAdministration is calling for CDSMP to have its own stand-alone funding,
at a level of $10 million. The Prevention and Public Health Fund authorized by the Affordable Care Act
also provides an opportunity to maintain and expand this important program. An allocation of $30
million, or 3% of the amount authorized for the Fund this year, would enable over 85,000 people to
participate in CDSMP through the delivery of nearly 11,000 workshops. This is the minimal amount
needed to sustain existing infrastructure and expand into the four states not currently funded and into
other high risk, high needs populations ensuring that every state have continuously available CDSMP
workshops. :

Senior nutrition and exercise programs implemented without dissemination of other program offerings
is a huge missed opportunity for improving the health older adults. Any gathering of seniors, i.e. through
the nutrition and exercise programs, is an opportunity to expose them to resources about and offerings
of available evidence-based programs. Senior Centers ¢an implement and promote evidence-based
programs, and many of them currently do already through the AoA ARRA funds. These evidence-based
programs include chronic disease self management, fall prevention programs, and mental health
programs. In regards to home-delivered meal programs, this is an opportunity to outreach to seniors
about online programs, such as Better Choices Better Health®, the online CDSMP. it’s our position that
new initiatives within the ACA should include a two-venue approach {community-based and web-based
programs) whenever feasible to reach those older adults able to participate in the community and those
with mobility limitations. ’

2. In recommendations for Title V you suggest training older workers to become direct care workers. The
direct care worker is the backbone of the workforce who cares for ourolder citizens. What role do you
think specialized training such as in caring for peoplewith dementia or with cancer could play in
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expanding the career options for direct careworkers and helping to ensure older citizens get high quality,
targeted care?

Title V of the Older Americans Act provides funds for the Senior Community Service Employment
Program {SCSEP). Low income older workers perform community service as a pathway to employment
and they receive the minimum wage for the time they spend at their community service assignments.
Participants in the SCSEP are matched with community service assignments based on their interests,
skills training needs, and employment goals. In choosing an employment goal, participants must also
take into consideration the types of jobs that are available in the local economy and the wages and
benefits they will need to move toward economic security.

Health care is just one of the sectors older workers have expressed an interest in pursuing — other
sectors include transportation, computer technology, retail, hospitality, education, service industries,
manufacturing, and green jobs —to mention a few. Certainly, the health care field (and the direct care
workforce in particular) is one where there is great need. However, since SCSEP participants are
extremely low income often with multiple barriers to employment, it is important to ensure that the
individuals who undertake this career pathway have opportunities for a livable wage, pursue jobs where
they can receive accommodations to any limitations they might have, and they pursue the kind of work
for which they have an aptitude, interest, and chances for advancement. For many years some SCSEP
participants have been receiving training that leads to certification as nurses’ assistants or home health
aides — but these job opportunities are often strenuous, low wage, and offer few benefits.

Funding for the SCSEP is severely imited so the training opportunities for more advanced direct care
credentials are often beyond the scope of the SCSEP. With additional federal funding for the SCSEP,
more specialized training would be possible and very attractive to some participants who have an
interest and aptitude for working with older individuals with dementia, cancer, or other health related
issues.
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Senator Casey’s statement for the record from May 26, 2011 hearing.

I would like to thank Chairman Kohl for holding this important hearing on the Older Americans
Act. The Older Americans Act was first passed in 1965. At that time President Johnson said the
Act “affirms our Nation's sense of responsibility toward the well-being of all of our older
citizens. But even more, the results of this act will help us to expand our opportunities for
enriching the lives of all of our citizens in this country, now and in the years to come.” As we
work to reauthorize this legislation this year we must hold true to that vision while at the same
time ensuring the programs meet the needs of older citizens living in current times.

As many here know, Pennsylvania is one of the oldest states in the country. We are consistently
in the top five for percentage of older citizens. We have an abiding responsibility to get this
right. These are the people who fought our wars, worked in our factories, taught our children
and gave us life and love. We have an obligation to make sure that they are protected and helped
in the best way possible and the Older Americans Act is a key component of that.

1 also want to welcome Elizabeth Marshall, a former mayor from York, Pennsylvania. I want to
thank her for her service and for being here to testify today: Ms. Marshall is a former Mayor of
York, Pennsylvania and her story is a shining example of how people can use the programs
provided under the Older Americans Act to live independently in their homes. I look forward to
her testimony.

Some describe the Older Americans Act as the glue that holds all the programs that benefit older
citizens together. Through these programs older citizens have access to home delivered meals,
senior centers and elder justice programs are funded, and family caregivers are supported.
Funding is provided for demonstration programs to ensure this Act is a living document, always
improving, always expanding to meet the needs of older citizens today and tomorrow.

[ ook forward to working with my colleagues on the Aging Committee and my colleagues on the
HELP Committee as we work to reauthorize this important legislation and again I thank
Chairman Kohl for holding this hearing.
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June 9, 2011

The Honorable Herb Kohl

Chair, Senate Special Committee on Aging
United States Senate

Washington, DC 20510

The Honorable Bob Corker

Ranking Member, Senate Special Committee on Aging
United States Senate

Washington, DC 20510

Re:  May 26, 2011 Hearing on Older Americans Act Reauthorization
Dear Chairman Kohl and Ranking Member Corker:

On behalf of the American Bar Association, with nearly 400,000 members nationwide, 1
commend the Special Committee on Aging for holding a hearing on May 26, 2011, on the
reauthorization of the Older Americans Act. The ABA strongly supports reauthorization of the
Older Americans Act, and we urge the Committee to amend the Act to improve the delivery of
legal services to older Americans.

Legal Services under the Older Americans Act

Essential programs and services made possible by the Older Americans Act empower seniors o
live independent, dignified lives by helping them understand and navigate essential income and
health care options and to remain free of abuse, exploitation and neglect. Literally all older
Americans benefit from Older Americans Act programs and services, but the impact is greatest
on at-risk seniors - those with the greatest economic and social needs. At-risk seniors include
the over 5.2 million seniors living at or below the poverty level’ and 3.3 million seniors who are
geographically, socially or culturaily isolated.” These seniors are at the greatest risk of being
institutionalized, abused, exploited or neglected, particularly if they are unable to access income,
health care and supportive services. For these seniors, legal assistance assures access to essential
income, programs and benefits.

In the most recent year that data is available, Older Americans Act legal assistance helped an
estimated 87,000 seniors navigate complex systems that provide income, health care, nutrition
and housing, as well as resolve numerous other legal problems from debt collection to advance

! Population 60 Years and Over in the United States, U.8. Census Bureau, 2008 American Community Survey.
2 Crossing New Frontiers: Benefits Access Among Isolated Seniors, National Center for Benefits Outreach and
Enrollment, Issue Brief, May 2011, www.centerforbenefits.org.
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care planning.” Without help, many at-risk seniors would fail to obtain or retain essential
services that make it possible for them to live with independence and dignity. An examination of
the need for legal assistance by older Americans living at or below the poverty level and the
current service delivery capacity in late 2010 showed that the need for legal assistance by older
Americans living at the poverty level is at least four times as great as the ability of the system to
meet the need.

Nine Governing Principles

In August 2010, the ABA adopted a policy urging reauthorization of the Older Americans Act
with increased priority to the delivery of legal services and elder justice in conformance with
nine principles. We urge the Committee to consider these principles, which are intended to
improve the structure of legal services delivery by simplifying and streamlining the fragmented
process that currently characterizes the funding and oversight of legal assistance under the Act.
They do not demand greater expenditures.

Principle 1: Achieve the goal of creating a high quality, coordinated legal services delivery
system in each state that prioritizes services for individuals with the greatest social and
economic need as well as those at risk of institutional placement.

The Act currently includes as a priority service the provision of legal assistance to those with
the greatest social and economic need. The current system of delivering legal assistance
under the Act involves over 1,000 separate provider contracts with no system to assure
quality or coordination of legal assistance. This principle urges the creation of a coordinated
legal assistance delivery system designed to provide high quality legal assistance to elders at
the greatest risk of being institutionalized, abused, exploited or neglected if they are unable to
access income, health care and supportive services. For these seniors, legal services assure
access to essential income, programs and benefits.

Principle 2: Fund legal services under the Act directly through a state entity designated by the
Administration on Aging, rather than through Area Agencies on Aging.

The current system delegates funding decisions to the local level, generally through a local or
regional Area Agency on Aging. This results in over 1,000 separate provider agreements.
Many legal aid programs have multiple contracts with different local agencies within their
service area. The agreements lack uniform standards, contracts, and reporting or accounting
standards, resulting in an undue administrative and reporting burden for the legal services
providers. The aim of this principle is to urge moving the funding decision to the state level.
This would allow for application of uniform standards for selection of the best qualified
provider, service agreements, and reporting and accounting standards.

3 In Search of Adequate Funding, David Godfrey, BIFOCAL, Vol. 32 No. 2, October 2010 based on 920,397
number of hours of service reported and 10.6 average number of hours per case from LSC statistics.
* In Search of Adequate Funding, David Godfrey, BIFOCAL, Vol. 32 No. 2, October, 2010.

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00131 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 96 here 68180.096



128

June 9, 2011
Page 3 of §

Principle 3: Ensure that the state entity is qualified to plan and support a high quality,
coordinated, legal services delivery system and has the capacity to allocate, monitor, and
evaluate the use of funds.

Statewide coordination of legal assistance programming under the Act will act to increase the
level of oversight and accountability. Under this principle each state will have a statewide
expert in the development of a high quality, coordinated, legal services delivery system with
the capacity to allocate, monitor, and evaluate the use of funds and coordinate agreements
with service providers. This change should result in improved oversight and accountability.

Principle 4: Ensure adequate funding for legal services in each state, but in an amount not less
than the state’s Area Agencies on Aging had spent in the aggregate.

As part of their state plans under the Older Americans Act, states are required fo set a
minimum percentage of funds for legal assistance programming and to ensure that adequate
funding is committed. This principle recognizes that, if there is no maintenance of effort
requirement imposed, there is a danger of a net loss in funding if contracting and funding
authority for legal services are moved from the local Area Agency on Aging to the state
level. This principle reflects the importance of ensuring that states spend at least as much as
had been spent in the aggregate by the Area Agencies on Aging. This will provide a more
effective and efficient use of resources, since the state entity is in a position to develop a
comprehensive and coordinated plan statewide, rather than relying on piecemeal and
fragmented local funding decisions.

Principle 5: Fund national support centers composed of national organizations with expertise in
law and aging to provide substantive expertise, materials development and dissemination,
technical support, capacity building and training.

The Administration on Aging supports national support centers that provide technical
assistance, develop and promote evidence-based best practices, provide expert resource
development, promote capacity building, and provide training and consultation services that
tremendously boost the capacity of front line service providers. Through the national support
centers, all providers have access to top experts resulting in greater efficiency in program
development and service delivery. We urge the continuation of these vital programs.

Principle 6: Utilize a national legal advisory committee including representatives of legal
support centers to assist the Administration on Aging in the development of standards and
procedures for both state entities that distribute or utilize funds and legal services providers who
seek to be recipients of funding.

We urge the creation of a national legal advisory committee, which would include

representatives of the national legal support centers. The committee would assist the
Administration on Aging in the development of standards and procedures for both state
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entities that distribute or utilize funds and legal services providers who seek funding. This
advisory committee would complement and supplement the expertise of Administration staff.

Principle 7: Utilize uniform standards and procedures that build upon the ABA Standards for the
Provision of Civil Legal Aid.

We urge the development of service delivery and reporting standards. In establishing
standards for the delivery of high quality legal services, the Administration on Aging is urged
to use the ABA Standards for the Provision of Civil Legal Aid as a benchmark. These
standards are designed to assure that the quality and ethical standards for civil legal aid
programs conform to the highest standards of the profession while taking into account the
limited resources of legal aid programming. Legal Services Corporation (LSC) case service
reporting standards provide an accepted standard for data reporting. Collection of service
data in the same format as LSC grantees will result in data that give us a much greater
understanding of the scope of services and measurable outcomes.

Principle 8: Refrain from imposing Legal Services Corporation Act advocacy restrictions on
providers that are not LSC funded.

In select instances, state and local decision makers intentionally choose to fund non-LSC
service providers as Older Americans Act legal assistance providers. This decision may be
made in the hope that the non-LSC provider will be able to provide services that LSC
providers are prohibited from providing. The restrictions limit the kinds of clients and cases
the programs can help and limit their ability to participate in the legislative process. We urge
Congress to give states the flexibility to engage providers without imposing LSC restrictions
on non-LSC legal services providers.

Principle 9: Strengthen State Legal Assistance Developers by ensuring that they have the
qualifications, authority and resources to exercise leadership in developing and supporting a
high quality, coordinated legal services delivery system.

For decades the Older Americans Act has required states to designate a person as a legal
assistance (or services) developer. Effective developers identify key issues, develop service
delivery capacity, produce training, and develop local resources. However, many states lack
effective developers. Today many developers are only able to devote a part-time effort to the
work and may not have authority and resources necessary to be effective in their work. We
urge Congress to strengthen the position of legal assistance developer by asking the
Administration to create guidelines for the qualifications of a person to serve as developer
and best practices outlining the resources and authority that developers should have available
to them. We urge Congress to take this opportunity to ask the Administration on Aging to
establish standards for legal services developers and to encourage the Administration on
Aging to reward states that fulfill the requirement of having an effective developer.

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00133 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 98 here 68180.098



VerDate Nov 24 2008

130

June 9, 2011
Page 5 of 5

Reauthorization is critical to the continuing operation of programs and services to our fast
growing population of older Americans. Legal services can be a key access service that makes it
possible for older Americans, especially the lowest income older Americans and seniors who are
geographically, socially or culturally isolated, to attain and retain essential services and supports.
These services and supports will allow them to live independently in their communities and
remain free from abuse and exploitation. Reauthorization presents an opportunity to utilize the
lessons we have leamned from more than three decades of experience in supporting legal
assistance under the Act and to improve its efficiency, focus, and quality. As the Committee
moves forward with this discussion, we urge you to give increased priority to the delivery of
legal services and elder justice in conformance with the nine principles outlined above.

Sincerely,

o Mdrar—

Thomas M. Susman

cc: Members of the U.S. Senate Special Aging Committee
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Meeting the Needs of Persons with Alzheimer’s or Other Dementia
When No Informal Support is Available

Background
The Center for Advocacy for the Rights and Interests of the Elderly (CARIE),

coordinates the Dorothy S. Washburn Legislative Committee comprised of legal,
health and human services professionals as well as older consumers who
monitor legislative and regulatory developments at the local, state and national
levels in an effort to promote the well being of frail older adults. The Committee
is concerned about the issue of those with Alzheimer’s disease and other
dementia who do not have a caregiver or responsible party to help them. There
have been problems with these older adults being prematurely admitted to
nursing facilities or being denied in-home services because of concern about
liability. The Committee wants to draw attention to this population to begin to
address their needs. There should be a dialogue about how to best strike a
balance between preserving autonomy and allowing consumers to take some
risks versus ensuring safety through more protective measures. While there is
an abundance of information about Alzheimer’s disease and related dementia
and support for caregivers, there is little, if any, information for those who do not
have a caregiver or responsible party. There is enough anecdotal evidence to
assume that not all older adults have family or close friends available to help.

It is clear that there is a growing population of individuals with Alzheimer's
disease and other dementias that present numerous challenges to our health and
long term care systems. The Alzheimer's Association issued a report that
estimates that 5.3 million Americans have Alzheimer’s disease and the heaith
and long term care costs are aimost triple those of other older Americans. The
report estimates annual costs of at least $33,007 for those with the disease
compared to $10,603 for other older adults. This cost does not include the
estimated 12.5 billion hours of unpaid care provided by almost 11 million
caregivers who are primarily family members." It is imperative that caregivers be
valued and supported in their vital role. Unfortunately, there are no statistics
readily available about the number of people who have Alzheimer’s disease or
dementia and who live alone.

“A National Alzheimer's Strategic Plan: The Report of the Alzheimer’s Study
Group,”® describes the devastating impact of Alzheimer's disease on individuals,
families, and our nation, and offers strategies and solutions to address the
problems. The co-chairs of the independent Alzheimer’s Study Group include
Former Speaker Newt Gingrich and Former Senator Bob Kerrey. Former Justice

1«2010 Alzheimer's Disease Facts and Figures” at
htip://www.alz.org/national/documents/report_alzfactsfigures2010.pdf

A National Alzheimer’s Strategic Pian: The Report of the Aizheimer’s Study Group” at
(http://www.alz org/documents/national/report ASG_alzplan.pdf )
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Sandra Day O’Connor is among the members of the group. The report highlights
that “Over the next 40 years, Alzheimer's disease related costs to Medicare and
Medicaid alone are projected to total $20 trillion in constant dollars, rising to over
$1 trillion per year by 2050.” On March 25, 2009, the Senate Special Commitiee
on Aging held a hearing, “The Way Forward: An Update from the Alzheimer's
Study Group.” At the hearing, Former Senator Bob Kerrey emphasized that the
disease creates a tremendous dependency on caregivers whose needs must be
addressed by policymakers. There was no discussion about those who do not
have a caregiver.

The Council of State Governments has issued a brief, “Cognitive Impairment &
Alzheimer's Disease,” that describes why state legislators should be concerned
about Alzheimer's disease and what they can do. The brief also identifies several
states that have developed Alzheimer’s disease plans to help progress with
policy solutions. Some states’ Alzheimer’s Associations have also created a state
plan. However, we could not identify any mention of this segment of the
Alzheimer’s population in any plan.

CARIE's Dorothy S. Washburn Legislative Committee makes the following
recommendations:

Recommendations
1. Implement an epidemiological study to identify the scope of the problem.

2. Implement research to help identify best practices for ways to ensure early
diagnosis for those who live alone. Issues related to stigma and cultural
differences should be addressed. Quality assessments should be readily
available in all communities for consumers who are becoming concerned
about symptoms.

3. Design and fund demonstration projects to identify best practices and
practical, cost-effective models for service delivery. There should be a
balance between consumers’ safety and their need for autonomy.
Different needs, preferences and values should be considered. Models
should be tested among various cultural groups to identify potential
variance with approaches. ldentify benchmarks and performance
measures that foster good outcomes.

4. Research, design and implement clinical fools to help assess the decision-
making capacity of individuals and work to maximize autonomy and

3 “The Way Forward: An Update from the Alzheimer's Study Group” at

http:/faging.senate.qov/hearing_detail.cfm?id=310462&
*“Cognitive Impairment & Alzheimer’s Disease” at

http:/iwww healthystates csg.org/NR/rdonlyres/26 5EQFFC-18CA4-4757-9254-
CBBAC771EA46/0/AlzheimersTPfinal.pdf
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ensure individuals are engaged and involved in making decisions to the
greatest extent possible.

5. ldentify and utilize an ethical framework for assessment, planning and
service delivery to ensure autonomy to the best extent possible as well as
cultural considerations.

6. Identify best practices for health care professionals, social workers, and
paraprofessionals needed fo work with this population including
competencies and knowledge needed.

7. Create training programs and help implement best practices for public
safety officials such as police and fire fighters, emergency management
personnel, and postal workers to help them identify those in need as well
as where to turn for further assistance. Information should include but not
be limited to what to do for someone who is found wandering.

8. Develop strategies to prevent financial exploitation and premature
guardianships for those in the early stages of Alzheimer’s disease or other
dementia. Ensure access to legal services.

9. Create, test, and implement model community educational programs to
increase public awareness and decrease stigma.

10. Encourage a comprehensive national strategic plan as well as the

inclusion of the needs of this population in state plans.

Please contact Kathy Cubit at CARIE at cubit@carie.org or 267-546-3438 for
more information or to provide feedback.

10/2010
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Introduction

Thank you for the opportunity to provide written testimony and for sponsoring the May
26 hearing about the reauthorization of the Older Americans Act (OAA). The Center for
Advocacy for the Rights and Interests of the Elderly (CARIE) is a non-profit advocacy
organization that works to improve the well being, rights and autonomy of older persons
through advocacy, education, and action. CARIE sponsored an Older Americans Act
Roundtable on June 9, 2010. Nora Dowd Eisenthower, former Pennsylvania Secretary of
Aging, facilitated a discussion among 25 leading professionals in the field of aging and
older adults. CARIE coordinates the Dorothy S. Washburn Legislative Committee
comprised of legal, health and human services professionals as well as older consumers
who monitor legislative and regulatory developments at the local, state and national
levels in an effort to promote the well being of older adults. The Committee continued
discussions at its meetings to finalize these recommendations. The following
recommendations were also submitted to the Administration on Aging (AoA) as part of
its process in planning for the reauthorization of the OAA. For more information, please
contact Kathy Cubit, Director of Advocacy Initiatives, at cubit@carie.org or 267-546-
3438.

Aging and Disability Resource Centers (ADRCs)

Recommendations:

With the emerging role of ADRCs, the Older Americans Act (OAA) should clarify
relationships among Area Agencies on Aging (AAAs), Centers for Independent Living
(CILs) and other agencies and ensure a “no wrong door” policy for accessing services.
Secure centralized Internet based models should be developed for individuals to apply for
multiple services through one application regardless of location.

Rationale:

Even with ADRCs, people still go to AAAs, CILs, and other agencies for assistance.
Resources that are already stretched often seem to be spent on something new without
examining and strengthening existing programs. Secure centralized Internet based
programs can help ensure the “no wrong door” approach while reducing barriers to
services and benefits.

Alzheimer’s Disease

Recommendations:

Alzheimer’s disease and other dementias should be elevated to its own stand-alone
section in the OAA. Key partnerships should be developed such as with the Alzheimer’s
Association and National Institute of Health (NIH). There should be a focus on early
intervention and reducing the burden of caregiving. It is imperative to identify the extent
of those with Alzheimer’s disease or related dementia who live alone with no family or
responsible parties to assist them and to create a demonstration project to test models of
care to address their needs. Implement an accreditation process for assessment centers
that can address what consumers and families need when confronting these illnesses.
Accreditation could also apply to providers such as adult day centers so families would
know that they were equipped and trained to respond to the needs of consumers with
dementia. All AAA staff, particularly assessment staff, should be trained to understand
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that people in the early stages of dementia might appear to be highly functional but may
actually need and benefit from services.

Rationale:

The projected growth of individuals with dementia and the cost to our society points to an
epidemic and warrants a special focus. There are multiple challenges in educating the
public as well as professionals. There are few “places of excellence” outside major cities
to get a comprehensive assessment, pathways to treatment and options for care. Attached
is a white paper about those who are “unbefriended” with Alzheimer’s disease or other
dementia that provides more background information and specific recommendations.

Benefits Counseling
Recommendations:

The OAA reauthorization must focus on helping low-income seniors reach and maintain
economic security. Application processes must be streamlined and simplified. Benefits
access initiatives need to be better coordinated with a focus on a person-centered
approach so that all multiple benefits can be obtained at one time. Funding channels need
to support innovative methods to promote benefits access and to develop and sustain
cost-effective methods to help low-income people gain access to benefits for which they
are eligible. The State Health Insurance Program (SHIP) should be enhanced to support
the addition of more professionals to the program to work along with volunteers in
assisting eligible seniors apply for multiple benefit programs. The SHIP should be more
involved in distributing understandable information to consumers, caregivers, and the
professionals who serve them.

Rationale:

The majority of older adults in America cannot make ends meet without the important
support of public benefit programs critical to helping them reach and maintain economic
security. Unfortunately, many benefit programs are underutilized due to cumbersome
and confusing application processes and the ineffectiveness of dated outreach strategies.
SHIP staff and volunteers have the challenging task of staying apprised of complex and
changing information related to Medicare and Medicaid. Some SHIP cases are complex
and can take hours to resolve. When beneficiaries have questions, they often turn to
trusted professionals at Senior Centers and others. The SHIP could broaden its impact by
assisting eligible seniors apply for multiple benefits and by training and distributing
helpful materials to trusted professionals who encounter seniors each day. These
professionals could also benefit by receiving clear updates directly from AoA and CMS
via email.

Capacity Building of the Agg‘ng Network

Recommendations:

Standards should be developed for State Units on Aging (SUAs) for the oversight and
administration of AAAs to ensure consistency and accountability. However, the
standards should allow some flexibility to be able to respond to unique needs of
communities or neighborhoods. Standardized evaluations/assessments can provide
comparative data for analysis. The Administration on Aging (AoA) should offer
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technical support to both SUAs and AAAs to ensure effective state and area planning.
Potential conflict of interest issues related to service delivery can impede the AAAs
ability to be an effective advocate and should be addressed.

Rationale:

AAAs are at the core of the aging network and should be supported in this vital role
particularly since resources are limited. As the AAAs have evolved to deliver more
services, the potential for conflicts of interest has increased and the function of evaluating
and planning for the needs of the community has become a lower priority, even
perfunctory.

Recommendations:

The AoA should support the aging network in creating a defined role in health care
reform implementation and rebalancing efforts. The AoA should strengthen partnerships
with the Centers for Medicare & Medicaid Services (CMS), the Veterans Administration
(VA), and other federal agencies to help create state and local partnerships to foster a
more coordinated streamlined approach for service delivery and possible opportunities
for additional funding. The AAA network should help link aging services with health
care whenever possible. One example would be to provide support for chronic disease
self- management. AAAs could help impact such issues as health literacy. AAAs could
also be a vehicle to bring “research to the people,” using evidence based models as a
start.

Rationale:

The aging network has been on the front lines providing services with limited resources
for many years. The AAAs should be supported in maximizing opportunities created
through health care reform and rebalancing efforts.

Recommendation:
The AoA should consider increasing its capacity to work with the states and local
communities by maintaining a presence in all regional HHS offices. '

Rationale: .
AoA provides an important leadership role and can provide support to local and state
entities. However, in the 1990s, offices were consolidated and some communities lost
important connections to the agency. Currently in Region 3, the only AoA official on the
ground is based in New York City with responsibility for a region that runs from
Massachusetts to West Virginia. The current broad swath of the regional offices creates
perceived and actual distance from the programs they administer.

Caregivers
Recommendation:

When older adults are being assessed for services, the needs of their caregivers should be
assessed along with the clients and the care plan should address their needs as well
whenever possible.
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Rationale:

The overwhelming majority of older adults who need long term care assistance do not
live in facilities. They live in their own homes in communities in urban, suburban and
rural settings. Family members, neighbors and loved ones usually provide the care and
services that keep them safe and supported. The importance of supporting caregivers is
well documented and care plans should reflect their needs. The well-being and economic
needs of caregivers should be addressed to support them in this vital role.

Consumer Choice and Control

Recommendation:

The prevention of fraud and abuse should be addressed in the consumer directed model,
especially for clients who are reluctant or unable to report their family member or
caregiver when there are problems with the provision or lack of care.

Rationale:

Consumers in the community are often isolated and dependent upon caregivers for their
needs. As the consumer directed model grows, it is important to address the potential for
abuse and neglect that may occur.

Demonstration Programs
Recommendation:

Create a demonstration program for a neighborhood or community-based program,
whether called a village, NORC or something else, particularly in economically
challenged areas that do not have the resources or infrastructure to support their aging
population. Demonstration programs supporting innovations in sustainable models
should be identified for all communities. Outcomes such as hospital readmission rates
and overall institutional care referral rates should be analyzed with an eye towards
expanding models that improve quality of life for all members of a neighborhood or
community.

Rationale:

Models should be created by community-based participation in high poverty areas to
define the needs from the community’s perspective and develop a response or plan on
how to utilize limited resources.

Diverse Populations
Recommendation:

The OAA should better address diverse populations such as minorities, veterans, LGBT,
and people with disabilities who are aging by creating opportunities, recognizing and
integrating the needs of special populations throughout the OAA, and helping to create
“culturally competent” programs.

Rationale:
Currently, Americans are aging into a more diverse and challenging population to serve.
It is important to have targeted programs for diverse populations to address their unique
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needs and circumstances and support them as they age. In addition, it would be helpful if
their needs were more broadly integrated throughout the OAA whenever possible.

Elder Rights
Recommendations:

The OAA’s recognition of legal assistance as a priority service should be reflected in the
provision of adequate funding in every state. “Adequate funding” should be defined
consistent with the statutory recognition of legal services as a priority service. Atthe °
same time, maintenance of effort requirements should be instituted to retain non-AoA
funds currently available to fund legal services. States should be required to create a
statewide strategic plan that identifies elder rights issues and needs throughout the state,
and addresses those needs systematically and in a coordinated fashion. States should be
required to develop a coordinated implementation process to most effectively and
efficiently deliver legal services that meet the most critical needs. Statewide coordination
of technical assistance, training and other supportive functions to legal services providers,
as well as to ombudsmen and other elder rights advocates, should be a part of this
implementation process. States should be required to collect qualitative and quantitative
statewide data to measure the impact of services and to provide consistent information
about the efficacy of Title III-B funding in meeting individual and systemic advocacy
goals. This data should also be collected, evaluated and reported at the national level.

Rationale:

Legal assistance is critically important to seniors as they face more complex rules
governing crucial public programs, deal with increasingly complicated financial
institutions and practices, and are targeted for predatory scams and elder abuse. Title III-
B legal services ensure that elders are able to obtain and maintain: Social Security,
Medicare, Medicaid, SSI and other benefits and entitlements; housing; financial security;
autonomy and protection under the law in the face of diminished capacity, abuse,
violence, exploitation, or fraud; planning for health care, independence and financial
stability; and, essential services such as in-home care. Now an “adequate proportion”
standard is used to designate funds for legal services but the term is not clearly defined.

In addition to resolving the legal problems of individuals, Title III-B legal assistance
identifies and remedies systemic problems that harm thousands. Although the OAA
makes legal assistance to elders a priority, there are many funding and structural
limitations in the current system that prevent the goals of Title III-B legal services from
being fully achieved for all. For example in Pennsylvania, the availability of Title III-B
legal services is inconsistent from area to area. The proportion of Title IlI-B funding
expended for legal services is very small throughout the state. In some counties, no Title
HI-B legal services are available at all.

Recommendations:

Elder rights protection programs such as legal services, protective services and
ombudsman programs clearly need more funding. The new national ombudsman position
should be added to the OAA. The state legal services developer position also needs to be
funded.
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Rationale:

Funding continues to be an issue for legal services. OAA funds for legal services go to
the AAAs where it is often used ineffectively and inefficiently with little or no oversight.
Funding also is an issue for the ombudsman, as some areas do not have a full-time
ombudsman. Protective services are inconsistent and poorly funded with some AAAs
having few substantiated complaints. The potential for abuse with guardianship,
particularly since there is little oversight, is also of concern. Unless the new national
ombudsman position is formally added to the OAA, it could be eliminated during a future
administration. The Act currently provides that the legal services developer is to provide
leadership and coordination in the provision of legal assistance; arrange technical
assistance and training for AAAs, legal services providers, ombudsmen and others; and
ensure the state’s capacity to aid elders in understanding and exercising their rights. The
role is demanding and requires a great deal of skill and knowledge of legal services and
institutions. Yet currently, many state developers have little or no legal training. In
Pennsylvania, as in many states, the legal services developer has little authority to
promote advocacy initiatives and cannot devote significant time to these critical tasks
because of the demands of many other unrelated duties. As a result, there is little state-
level coordination of elder rights advocacy and no OAA-supported training for legal
services providers, and the availability and quality of Title III-B legal services is
extremely uneven in the state. In the absence of dedicated funding, this situation appears
unlikely to change.

Recommendation:

The OAA should authorize and fund statewide legal hotlines. ABA standards should be
used for the collection of quantitative and qualitative data. Statewide Senior Legal
Hotlines/Helplines should be supported, as an important part of an integrated, statewide
legal assistance delivery system, involving local legal aid providers and state legal
assistance developers, among others.

Rationale:

Legal Helplines provide free legal advice, information, referrals, advocacy and a variety
of additional services cost-effectively to Americans 60 and over, enabling more seniors to
maintain healthy, independent lives, free from the threats of poverty, exploitation or
abuse. They are also a model of service delivery that addresses the needs of older adults
in rural areas, with disabilities and who are socially needy or isolated from friends,
neighbors and families. Legal hotlines are necessary to help reduce disparities in
accessing legal services especially for those with limited income or living in rural areas.

Recommendations:

The OAA should work to reduce and prevent guardianship abuse. Representation of
alleged incapacitated persons should be a priority. A public guardianship system should
be developed, properly funded and monitored.
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Rationale:

There should be funding for representation since the older adult is typically not
represented by counsel and may not even be at the court hearing. Guardianship abuse is
widespread and has been a problem for many years.

Recommendations:

The OAA should be expanded to include ombudsman services for consumers of home
and community-based care and senior housing particularly given increasing need and the
shift from an institutional bias. Due to potential conflict of interest with the AAA
providing or coordinating services, there is a need for an independent ombudsman that is
not employed by the AAA.

Rationale:

Many consumers of home and community-based care are by definition as clinically needy
as those in facilities but they are often more isolated. Consumers may transition among
the various long term care alternatives and do not always have access to an ombudsman
should the need arise. Residents of Continuing Care Retirement Communities (CCRCs)
particularly need an advocate as they typically invest their life savings and then have little
control over where they receive their services.

Recommendation:

Fach state ombudsman should be a vocal and independent advocate for all long term care
consumers. This position should be located in a separate office that is protected or
insulated from political forces of a SUA. State ombudsman should be able to provide
testimony or speak freely about issues affecting long term care consumers without the
filter or discretion of state government. Regulations should be promulgated about
conflicts of interest and require independence in local programs. (Title VII, Subtitle A,
Chapter 2, Section 713)

Rationale:

Since many state ombudsman programs are now located in the same agency that
regulates providers and coordinates adult protective services, there are numerous
potential conflict of interest issues that may impede the effectiveness and ability of the
ombudsman’s resident centered approach, Likewise, in many instances local programs
are under the authority of government or service entities that often have real or perceived
conflicts.

Recommendation:
Improve services to older victims of crime and abuse to ensure their safety, independence
and well-being.

Rationale:

Services for older victims are very limited and non-existent in many areas. Current
victim services and domestic violence agencies are typically not equipped to address
many of the unique needs of older victims.
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Home and Community Based Care

Recommendations:

Develop strategies to engage all governmental agencies and others to help create
“livable” communities and the infrastructure needed to help people age in place including
such needs as transportation and crosswalks. Community supports and services should
be made readily available especially for those transitioning from nursing facilities.
Increase Title III funding for neighborhood based supports and develop opportunities to
mobilize neighbors to help with activities such as transportation. Strategies should be
identified and implemented to prevent and reduce isolation of older adults. Encourage
the use of assistive technology to supplement and replace personal care services. Create
a demonstration project to study the cost savings of using technology.

Rationale:

Older adults almost always prefer to remain in their own homes and communities as they
age and yet many communities were created when the population was younger and had
different needs. In order to insure that communities age appropriately, there must be a
focus on planning with agencies and community groups beyond the aging services
network. This may help insure that services and supports will be readily available for
those who are homebound. Public policy and planning typically overlook the fact that
many older adults do not initially qualify financially for Medicaid but are also not able to
finance their long term care needs without eventually needing Medicaid.

Recommendation:

The OAA should provide funding for the modernization and upgrade of senior centers to
keep pace with the changing needs of older adults, attract people as they age into the
service network and respond to the changing needs within a community. The provision
of meals also should also be modernized to offer tasty and healthy options that respect the
preferences of diverse populations as they age.

Rationale:

Senior centers are still a focal point for many older adults. Many important services and
activities are offered such as congregate meals, health and wellness programs, and
volunteer and educational experiences. Senior centers can serve a key role in NORCs
and help all older adults in a neighborhood age in place.

Home Repair and Modification
Recommendation:

The OAA should focus on home repair and modification to help older adults remain in
their own homes and prevent people from becoming trapped in their homes by creating
more accessible and affordable housing and retrofitting existing housing stock to meet the
needs of an aging population.

Rationale:

Many older adults are on a fixed income and do not have the resources to pay for needed
repairs or home modifications. The success of rebalancing efforts of the long term care
system will hinge on a more effective response to these problems,
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CARIE’s Older Americans Act Recommendations (www.carie.org), Page 10 of 10

Housing
Recommendation:

The OAA should encourage stronger partnerships with HUD to improve coordination of
housing and services. Service coordinators in HUD housing should be professionalized
and more available. (They are often part-time with low wages.) The housing needs of
grandparents raising grandchildren should be addressed and accommodated.

Rationale:

Issues related to affordable and accessible housing as well as modifying and repairing
existing housing stock has been a problem that continues to exacerbate. The success of
balancing the long term care system is directly linked to improving housing. There are
increasing numbers of grandparents raising grandchildren and their needs, particularly
concerning senior housing should be addressed.

Mental Health Services

Recommendation:

The funding of mental health services should be expanded beyond serving those with
persistent serious mental illness to address the mental health needs of older adults.
Funding should be expanded to include outreach and education, prevention programs,
screening and detection, and support groups. Cross-cultural issues should be addressed
and programs that provide in-home services should be expanded and more readily
available.

Rationale:

Pennsylvania is like most states in that a significant number of older adults regardless of
whether they are living in their own homes or in facilities are not receiving needed
mental health services. It is important to increase the availability of mental health
services so that older consumers can access care regardless of where they reside.

Transportation
Recommendation:

The role of AAAs should be expanded to provide a greater role in coordinating
transportation and mobility management.

Rationale:

The availability of reliable, accessible and affordable transportation is imperative to older
adults particularly as many lose the ability to drive safely. The AAAs are well positioned
to play a key role in mobility management.
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Statement Prepared for the Record
By Aaron Bradley, Director
East Tennessee Area Agency on Aging and Disability

Hearing of the Senate Special Committee on Aging
“Meals, Rides, and Caregivers: What Makes the Older Americans Act so
Vital to America’s Seniors”

June 9, 2011

Thank you Chairman Kohl, Ranking Member Corker and members of the Committee for holding
this important hearing. I am pleased to share my thoughts with you as you work toward
reauthorization of the Older Americans Act.

The East Tennessee Area Agency on Aging and Disability (ETAAAD) is responsible for
developing an advocacy and service delivery system in East Tennessee for persons age 60 and
over and people with disabilities. We administer federal and state funds under the Older
Americans Act to provide a range of services and supports including group and home-delivered
meals, personal care services, legal services, ombudsman services, transportation, information
and assistance services, case management, Medicare counseling services, health promotion
services,among others. These services are provided directly and through a number of service
providers in our region. My agency serves a 16-county area and approximately 25,000
individuals each year. '

First of all, let me express my appreciation to your Committee for its leadership in conducting
today’s hearing as a way to galvanize your colleagues in the Senate and to listen to older adults,
caregivers and advocates, in order to start the reauthorization process in a thoughtful and
thorough way.This reauthorization provides an opportunity to bring the entire Aging Network to
a newly recognized role in bridging the medical and home systems of services and supports,
catalyzing community and economic development to better meet the needs of older adults and
people with disabilities, and empowering caregivers and individuals who need assistance in
understanding the services and supports available in their community.

Highlights from East Tennessee and the Rest of the State

The Area Agencies on Aging and Disability (AAADSs) provide the Single Point of Entry services
for the new CHOICES Medicaid long-term care program in TN that includes telephone intake,
screening, home assessment, and preliminary care plan development.

The State Unit on Aging and AAADs have completed the Veteran Directed Home and
Community-Based Services Readiness Review and will soon be in a position to offer this support
system to TN veterans.

In East Tennessee, we are using web-based streaming to provide medication management and
health promotion educational opportunities in senior centers and other community locations in
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cooperation with the University of Tennessee Extension Service and the University of Tennessee
College of Pharmacy.

We initiated the East Tennessee ElderWatch Initiative 20 years ago and this effort has led to the
development of the Tennessee Vulnerable Adult Coalition, which provides the platform for
unprecedented inter-agency coordination efforts and improved public education and response
efforts across the state.

The AAADs in TN are all functioning under the Aging and Disability Resource Center (ADRC)
standards. We leveraged these activities for the foundation to our work as the Single Point of
Entry for CHOICES and Older Americans Act and state-funded home and community-based
services.

We also manage and serve as the Single Point of Entry for the state-funded Options for
Community Living Program that offers basic home and community-based services for those in
need who are not eligible for Medicaid.

I encourage you to consider the following issues as you work to reauthorize the Older
Americans Act in a timely manner. Taking these important steps will assist the Aging
Networkin meeting the challenge of serving our nation’s growing numbers of older adults,
particularly the increasing ranks of individuals age 85 and older, who are the most frail,
vulnerable and in the greatest need for aging supportive services.

* Focus on building the capacity of the Aging Network infrastructure to meet the
challenges ahead. Creating the infrastructure needed to support the aging of the
population requires investment in furthering the Aging Network’s capacity. Enhancing
capacity requires investments on multiple fronts, including developing core
competencies, effectively tracking program outcomes, performing evaluations, and
consistently attending to staff/volunteer development, training and retention. There is a
tremendous opportunity in the reauthorization of the OAA to attend to this national
priority.

= Strengthen the role of the Aging Network to integrate medical and human services-based
long-term services and supports, particularly in order to promote the Aging Network’s
role in health, wellness (both physical and behavioral health) and care management.
Consider expanding the role of Area Agencies on Aging (AAAs) as the Single Point of
Entry programs for home and community-based services including nursing home care.
This will lead to greater coordination and extend our ability to leverage funding from
multiple funding sources so AAAS’ role as an integral part of the long-term care and
health care solutions is reinforced.

*  Provide more flexibility within the Older Americans Act to allow staff to utilize funds
based on individual needs. Of top importance to AAAs and Title VI Native American
aging programs is increasing local flexibility in order to provide more customized support
for the consumers that they serve. The reauthorization should provide opportunities to
reduce restrictions on local flexibility. If done strategically, the result will be a more
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person-centered and successful experience for older adults and caregivers. Congress must
be careful not to impose new restrictions that reduce the ability of AAAs/Title VI
programs to meet their clients where they are and get them the services and supports they
need. For example, the local transfer authority within the Act between all Title Il
subtitles should be increased.

Assist the Aging Network to invest in and utilize new and innovative technologies to
improve service delivery and more effectively track and report on OAA programs and
services. A new program should be developed to assist the network with integrating its
information systems with broader health information technology systems for medical and
long-term care services. This new infrastructure would promote information sharing and
interagency partnerships on such endeavors as healthy aging and wellness programs and
chronic disease management programs. Shared data management technology and inter-
departmental agreements will help agencies to identify any duplication of administrative
and direct services.

Expand self-directed options for OAA services. These models of service delivery
generally cost government less and in most cases are preferred by the consumer and the
consumer’s family. Continue to support consumer choice and consumer-centered service
planning.

Elder abuse is on the rise in the U.S. and the Aging Network is uniquely positioned to
assist with efforts to prevent and properly respond to abuse. Consideration must be given
to requiring states to combine elder abuse/adult protection services under one state
agency, where feasible, to assure a comprehensive response to this growing problem. We
must find a way to ensure stable and sufficiently resourced long-term care ombudsmen
programs in every community, to protect older adults at risk for neglect or abuse in
institutions. Elder abuse prevention activities under Title VII must also be enhanced to
ensure that AAAs can coordinate stable and successful programs, and that Title VII
programs build on the national structure of information services inherent through the
AAA and Title VI network.

Reaffirm AAAs/Title VI programs’ visibility in the community as the first place to call as
needs arise and require states to publicize AAAs so that consumers and family members
can find support and information quickly.

Move the Senior Community Service Employment Program (SCSEP) back under the
auspices of the Administration on Aging. The transfer of this program would better
integrate it with other aging services provided under the Older Americans Act.

Transfer the State Health Insurance Assistance Program (SHIP) to Administration on
Aging, and if necessary, authorize AoA to administer the program under the OAA.
Transferring the SHIP program from CMS to AoA will enhance the program’s ability to
meet the ever-growing need to provide one-on-one assistance and counseling on
Medicare to beneficiaries at the community level. The transfer will also assist the Aging
Network as it continues to develop person-centered systems of information and
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counseling to make it easier for individuals to learn about and access their health and
long-term services and support options.

Thank you for considering these ideas. I look forward to working with the Committee on these

issues as the reauthorization process moves forward and proposals are developed for the Older
Americans Act reauthorization bill.
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formerly aahsa

Written Testimony for the Record
William L. Minnix, Jr., President & CEO, LeadingAge

Senate Special Committee on Aging May 26, 2011
Older Americans Act (OAA) Reauthorization

As President and CEO of LeadingAge, I thank the Senate Special Committee on Aging for the
opportunity to submit written testimony on the re-authorization of the Older Americans Act. This
legislation is one of the most important measures ever enacted because it addresses the basic
needs of all older individuals.

LeadingAge is an association of 5,500 not-for-profit organizations dedicated to expanding the
world of possibilities for aging. We advance policies, promote practices and conduct research that
supports, enables and empowers people to live fully as they age.

LeadingAge urges Congress to include a new housing with services section in Title III of this
year’s reauthorization of the Older Americans Act. We also recommend the addition of funding
for technology demonstration programs in Title IV of the OAA as it is reauthorized.

Why do we need to include housing with services for older adults in the OAA?

Over two million low-and modest-income older adults live in publicly subsidized housing,
including Section 202, public housing, low income housing tax credits and older subsidized
housing. The median age of residents in HUD senior housing is 75 years old, and 30% of them
are age 80 and older. Studies show that subsidized senior renters experience more chronic health
conditions than non-subsidized renters and homeowners. In addition to these chronic health
conditions, many of these residents struggle with some form of dementia, and/or mental illness.
Low-income older individuals disproportionately live in apartments and have less family support.
In the Section 202 program, 69% of the residents have incomes that are below 30% of the area
median income.

An OAA housing with services section would help older individuals residing in subsidized
housing age in place. Efficiencies and cost savings in service delivery could be obtained when
providing services in a congregate housing setting. Housing is always one of the major concemns
of older individuals and policy makers involved in improving the ability of older individuals to
age in place. For example, the availability of affordable housing for older individuals was a
critical issue in the implementation of the Money Follows the Person Demonstration. A specific
housing with services program in the Older Americans Act would expand and enhance existing
priorities for the Administration on Aging, including its Livable Communities initiative and its
Community Initiatives for Aging in Place program.

A housing with services initiative could target the programs available under Title Il of the Older
Americans Act to affordable housing settings specifically without diminishing the existing

2519 Connecticut Ave, NW | Washington, DC 20008
» 2025089466 | 5 2025089466 | LeadingAge.org Expanding the world of possibilities for aging.
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programs under Title IIl. We would recommend that a specific, separate authorization of
appropriations for housing with services be included in the OAA reauthorization legislation.

‘What will a housing with services section in Title ITI of the Older Americans Act mean for
older individuals in each state?

States would develop an area housing with services plan to identify affordable housing
communities and define specific services programs and packages that could be available to older
individuals living in those communities. This combination of housing with services could reduce
the placement of older individuals in more expensive and restrictive residential settings. A
housing with services section within Title III of the OAA would provide in-home services,
including personal care and help with chores. Coordinated case management would be provided
in collaboration with the service coordinator of federally-assisted rental housing and low income
housing tax credit rental housing properties. If there is no service coordinator at the housing site,
full case management would be provided to assure the most efficient use of the supportive
services.

The housing with services program would provide annual training sessions on available service
and support resources, including programs to screen for the prevention of depression,
coordination of community mental health services; referral to psychiatric and psychological
services; and training on mental health screening for older adults for service coordinators, if
applicable. Adults aged 65 and older have the highest suicide rate of all age groups. In fact, the
Administration on Aging estimates that only half of all older adults who acknowledge having
mental health problems are actually treated. Currently, area agencies on aging are not funded to
implement Older Americans Act mental health requirements. In response to the increasing need
for mental health services, the Older Americans Act must provide additional resources to the
aging network so that the law’s requirements for mental health services may be met.

This new section of Title III would assist housing providers with the development and
implementation of a congregate meal program and/or homebound meal program at federally-
assisted rental housing and low income housing tax credit rental properties. Wellness and
preventive care programs that could be provided under the housing with services section could
help reduce Medicare and Medicaid costs by keeping residents of assisted housing healthier, This
proactive approach reduces the chance of hospital admissions and re-admissions.

Falls and poor medication compliance are a leading cause of hospitalizations among older adults.
Adding a housing with services section to Title III of the re-authorized Older Americans Act
would provide access to personal emergency response systems and medication reminder and
dispensing technology to older adults living in federally-assisted rental housing and low income
housing tax credit rental properties.

A housing with services option also would cover other services that enable older individuals to
continue living in the community, such as adult day services and non-emergency transportation to
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medical appointments, food shopping, etc. Providing these services to elders living in assisted
housing would achieve economies of scale that would lower the cost of services per resident.

Technology Demonstration Funding Needed

Technological innovations continue to improve the way many aging services providers deliver
care. Funding for demonstration projects that promote the use of best practices in medication
management, preventing falls, and prolonging safety, health and wellness in senior centers and
senior housing developments should be made a part of Title IV of the Older Americans Act.

Conclusion

There are more than 13 million older Americans who are economically insecure, living on
$22,000 or less each year. Approximately 3.4 million seniors live below the federal poverty line.

Many of these elders have incomes slightly above the Medicaid eligibility level and have no
family support. At times they have to choose between paying for food, housing, utilities, or
medicine. This situation leads to preventable hospitalizations and re-hospitalizations.

States and communities depend on the Older Americans Act as one of the main resources for
delivering social, nutrition, and home and community-based services to seniors and their
caregivers. A housing with services section would help target limited resources to older
individuals residing in federally-assisted rental housing and low income housing tax credit rental
properties who tend to have more chronic diseases and less formal support. Our call for a more
proactive use of technology through Older Americans Act funding would also target limited
resources without sacrificing quality of care.

Many LeadingAge members have incorporated a variety of housing and home- and community-
based services in innovative ways to help older individuals age in place in dignity and in the least
restrictive environment. In 1965, when the Older Americans Act, Medicare, and Medicaid were
enacted, there were 18 million Americans aged 65 and over. Most of our not-for-profit members
that now provide essential home- and community-based services were already doing so in 1965.

But now they have even more of a challenge. There now are 35 million adults aged 65 and over
and the number is projected to increase to 88 million by 2050. The re-authorization of the Older
Americans Act must contain the innovations that we propose to appropriately serve Americans
who are living longer, with more chronic diseases, and who wish to remain at home for as long as
possible.

We thank the Senate Special Committee on Aging for your commitment to the re-authorization
of the Older Americans Act and we urge your support for expanding the scope and resources that
enable older Americans to live their lives independently and with dignity.
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The National Asseciation of Senior Legal Hotlines
unites advocates from statewide senior legal hotlines,
Sfacilitating the sharing of relevant inforination to
) . strengthen the rale of statewide hotfines in profecting the
National Association fegal rights of seniors and increasing legal resotrces

of available to older Americans.

Senior Legal Hotlines P.0. Box 674, Austin, TX 78767 & (512) 791-3455

June 9, 2011

Hon. Herb Kohl, Chairman

Hom. Bob Corker, Ranking Member
Members of the Committee

Senate Special Committee on Aging
United States Senate

Washington, DC 20510

Dear Chairman Kohl, Ranking Member Corker, and Members of the Committee:

Please accept this letter and the accompanying proposed amendment to the Older Americans Act for
inclusion in the record of the Committee’s hearing on May 26, 2011, regarding reauthorization of the
Act. Older Americans appreciate the attention which you have brought to the subject.

Legal assistance is a priority service under the Act, as set forth at Section 306 (a)(2) (42 U.S.C.
§3026(a)(2)). Together with others from various parts of the senior legal assistance delivery and
support systems, we are concerned that this prioritization remain, and we aspire to a more integrated
delivery system, one that will make legal assistarice more responsive to seniors in need, and more cost-
effective.

A crucial component of such a delivery system is the network of senior legal hotlines/helplines that
have come into existence in most states over the past two decades and have an exemplary record of
service that is very cost-effective. They provide seniors, including those who are homiebound or.
isolated, direct access to attorneys skilled in elder law for legal information, advice and additional
assistance, in keeping with conditions in each state. When they have the resources to function at their
best, SLHs not only excel at problem-solving but also provide preventive services that help seniors --
and therefore society as a whole - avoid irremediable exploitation and other harm.

Unfortunately, a lack of stable and sufficient funding has kept most SLHs from achieving their
potential, Many have had to reduce services quite severely in recent years, and several have ceased
operations altogether.

Our goal in drafiing the enclosed amendment was to promote the inclusion of senior legal hotlines as
an institution in the OAA, alongside other important elements of the legal assistance delivery system,
and to put forth a blueprint of how the proposed national program of SLHs could be overseen and
funded through AoA. We realize that inclusion in the Act does not ensure appropriation, but we have
learned that especiaily these days, it is a virtual precondition.
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We have communicated our proposal to colleagues in the national aging community, especially but not
only those who focus on legal assistance. In doing so, we consistently emphasize that while it focuses
on the details of a future national program of senior legal hotlines, we would be glad to see the
substance of our suggestions incorporated into a more integrated chapter that will serve to strengthen
legal assistance as a whole under the Older Americans Act.

Thank you for your consideration and for your service to our country and its seniors.

Sincerely,

Bruce P. Bower
Chair, NASLH

NASLH contacts:
Bruce P. Bower, Texas, Chair, hbower ¢ tlscorg
David L. Mandel, California, Immediate Past Chair, dlimandel « eny

Michael Benvenuto, Vermont, Vice Chair, mbenvenuto g vtlegalaid.o;
Keith Morris, Michigan, Treasurer, kmoris ¢ elderslavorg

Margaret Schaeffer, Nebraska, Secretary, mschacier6d ¢ gmail.com

Karen Buck, Pennsylvania, Advocacy Director, khuck ¢ seniorfancenterorg
Catherine McConnell, West Virginia, Board Member at Large, seniorfesalaid ¢vaboo.com
Shoshanna Ehrlich, Technical Assistance Specialist, sehrlich « ceraresource, org
Cheryl Feuerman, Connecticut, cleucrman o connlevalservices.org
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Proposed amendments
to the

National Association

of - Older Americans Act:
Senior Legal Hotlines|  2()]11 reauthorization

NASLH, P.O. Box 674, Austin, TX 78767  (512) 791-3455
Synopsis: )
The following adds a new section (216) suthorizing a national network of senior legal hotlines, to
operate as part of statewide “integrated legal assistance delivery systems,” which are now being
established in many states under the Administration on Aging’s “Model Approaches” program.
The proposal adds this term to the definitions in Section 102 of the OAA; and in numerical order

by section, it makes several other minor adjustments necessary to incorporate the new Section
216.

SEC. 102
(The following subsection to be numbered among or after the 54 existing definitions in this section of
the act)
{XX) The term “integrated legal assistance delivery system”—
(A)means a collaborative, statewide network established to provide legal assistance, targeted at
older individuals with greatest economic and social need, in the most efficient and impactful -
manner possible; and

(B) includes—
(i) The Legal Assistance Developer;
(i) All legal assistance programs funded under this Act;
(ifi) A statewide senior legal hotline;
(iv) Law school elder law clinics;

(v} Programs that recruit private attotneys and other legal professionals to provide pro
bono legal assistance to seniors;

(vi) LSC-funded legal aid programs;
(vii) Other nonprofit agencies that provide legal assistance to older individuals;

(viii) Local, regional and statewide mechanisms that coordinate work among the direct
legal assistance providers enumerated in subsections (ii) through (vii)and ather
service providers engaged in helping ensure elder rights, including but not limited to
Area Agencies on Aging, Aging and Disability Resource Centers, Long-Term Care
Ombudsman programs, pension counseling and assistance programs, benefits
counseling programs, Medicare counseling programs (SHIP/HICAP), Senior
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(ix) Medicare Patrol programs, caregiver support programs and elder abuse prevention and
victim assistance programs.

SEC. 202, (a) It shall be the duty and function of the Administration to—
24. establish and carry out senior legal hotline programs described in section 216;

(existing subsections 24-28 to be renumbered 25-29)

The following Section 216 will be added and cause the current Sec. 216 to become Sec. 217, the
reference in existing Section 215(j) will be changed from 21610 217

Statewide Senior Legal Hotlines
Sec 216.

(a) DEFINITIONS. —In this section:

(1) ELIGIBLE ENTITY.—The term “eligible entity” means a nonprofit corporation dedicated to
providing free legal assistance to indigent or otherwise disadvantaged groups that has—

(A) a proven record of operating an existing senior legal hotline; or

(B) the capacity to provide legal assistance to older individuals through a new statewide
senior legal hotline.

(2) LOCAL SENIOR LEGAL ASSISTANCE PROVIDER.—The term “local senior legal
assistance provider” means a program or group that provides legal assistance to older
individuals in a geographic area within a State, receiving funds under section 321(a)(6) of the
Older Americans Act of 1965 (42 U.S.C. 3030(d)(6)).

(3) STATEWIDE SENIOR LEGAL HOTLINE —The term “statewide senior legal hotline®
(known in some states as “helplines” or by other names) means a statewide program designed
to provide information, counseling, assistance, advocacy and other services as appropriate in
each state, by telephone and other means of communication on a broad range of legal issues, at
no charge, to older individuals.

{b) AUTHORIZATION.—The Assistant Secretary shall provide grants to eligible entities to establish
and implement statewide senior legal hotlines in each State to provide legal assistance on a broad
range of issues by telephone and other means of communication to older individuals, and to
supplement such hotlines already provided by eligible entities.

(¢) ELIGIBILITY —

(1) APPLICATION FOR GRANT.— In order to receive a grant under this section, an eligible
entity shall submit to the Assistant Secretary the following:
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{A) PLAN REQUIRED.— A plan to establish or continue operation of a statewide senior legal
hotline that —

(i) provides for a sufficient number of appropriately trained attorneys, paralegals,
other staff members, and volunteers to ensure effective delivery of information,
counseling, assistance, advocacy and other services as appropriate in each state,
regarding all legal matters.

(ii) collaborates closely with the state unit on aging, state legal assistance developer,
area agencies on aging and local senior legal assistance providers throughout the
state, to maximize coordination and cost-effective division of responsibilities in
delivery of legal assistance to seniors,

(iii)strives to maximize coordination in the delivery of legal assistance with all
elements of the state’s integrated legal assistance delivery system, as defined in
Section 102 of this Act.

(iv) builds effective communications with all parts of the state’s aging services
network, system of long-term care, Medicare, pension, housing and benefits
counselors and others to provide mutual assistance and referrals.

(v) establishes mechanisms to make referrals for representation and other assistance
beyond the hotline’s scope to local senior and general legal aid agencies, private
attorneys and any other senior advocacy and assistance programs, individuals or
entities, as appropriate.

(vi)conducts outreach through the state’s aging network and by other means to inform
eligible clients about the availability of the hotline’s service, targeting especially
older individuals with greatest economic and social need.

(B) MATCHING REQUIREMENT.— An assurance that the eligible entity is able to provide,
from non-federal funds, an amount equal to not less than 25 percent of the cost of
establishing and implementing a statewide senior legal hotline. An eligible entity may use
in-kind contributions to meet the matching requirement under this subparagraph.

(C) OTHER INFORMATION REQUIRED.— Any other information the Assistant Secretary
may require, including an assurance that staff members and volunteers have no conflict of
interest in providing the services described in the plan submitted under subparagraph (A).

(2) DETERMINATION OF ELIGIBILITY.—In selecting grant recipients under this Act, the
Assistant Secretary shall consider the following:

{A)EVALUATION OF PLAN.—The extent to which the plan submitted by the applicant
meets the requirements of paragraph (c)(1)(A).

(B)OTHER CONSIDERATIONS —

(6] POPULATION NEED.—The needs of the population the applicant seeks to serve
and its understanding of those needs;
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(ii) PROGRAM LITERACY.—A familiarity with the history of senior legal hotlines and
published literature on best practices in the operation of such hotlines;

(ii)INSTITUTIONAL KNOWLEDGE.— Knowledge an applicant new to operating legal
assistance hotlines has gained from operating other successful hotlines or similar
programs.

{d) ALLOCATION OF FUNDS —
(1) The Assistant Secretary shall allocate, from the amount appropriated under this Act, to each
grant recipient in each State—

(A)an amount not less than $100,000 per grant recipient in any fiscal year;

(B) for states in which the population of older individuals exceeds 2 million, not less than 5
cents per eligible resident, calculated using the most recent census data available;

(2) If the amount appropriated under this Act is insufficient to provide grants to all eligible
applicants at the minimum amounts defined in paragraph (1), the Assistant Secretary shall provide
grants to those eligible applicants it finds to be the most qualified.

(3) If the amount appropriated under this Act exceeds what is needed to provide grants to-all
eligible applicants at the minimum amounts defined in paragraph (1), the Assistant Secretary shall
increase the grant amounts on a pro rata basis up to 10 cents per eligible resident for states in which
the population of older individuals exceeds 1 million.

{4) No more than 5 percent of the amount appropriated for a fiscal year for this section may be
used by the Assistant Secretary for administrative expenses, except that such amount shall not
exceed $200,000 in any fiscal year.

Authorizations Of Appropriations
(formerly Sec. 216)
SEC 217.

(d)  STATEWIDE SENIOR LEGAL HOTLINES.—There are authorized to be appropriated to
carry out section 216, such sums as may be necessary for fiscal years 2012, 2013, 2014, 2015,
and 2016.

SEC. 306 Each Area Agency on Aging designated under section 305(a)(2)(A) shall, in order to be
approved by the State agency, prepare and develop an area plan for a planning and service area for a
two-, three-, or four-year period determined by the State agency, with such annual adjustments as may
be necessary. Each such plan shall be based upon a uniform format for area plans within the State
prepared in accordance with section 307(a)(1). Each such plan shall-—

(2) provide assurances that an adequate proportion, as required under section 307(a)(2), of the amount
allotted for part B to the planning and service area will be expended for the delivery of each of the
following categories of services—
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(C) legal assistance provided as part of an integrated legal assistance delivery system.

SEC. 307 (a)(11) The plan shall provide that with respect to legal assistance—

(C) the State agency, with the leadership of its Legal Assistance Developer, shall promote and
maintain an integrated legal assistance delivery system to furnish legal assistance to older individuals
within the state, targeting those with greatest economic need and those with greatest social need. This
shall include promoting the use of low cost service delivery systems such as senior legal hotlines, law
school clinics and pro bono programs. The Legal Assistance Developer shall guide the establishment
of case priorities and targeting efforts to ensure that the integrated legal assistance delivery system is
maximizing the efficiencies and impact of the available resources. The State shall also provide
technical assistance and training for the integrated legal assistance delivery system to enhance the
furnishing of legal assistance to older individuals, especially to those with greatest economic need and
those with greatest social need.

The National Association of Senior Legal Hotlines (NASLH) unites advocates
from statewide senior legal hotlines, facilitating the sharing of relevant
information to strengthen the role of statewide hotlines in protecting the legal
rights of seniors and increasing legal resources available to older Americans.

NASLH contacts:

Michael Benvenuto, Vermont, Vice Chair, mbenveno o vilesaluid.ore
Margaret Schaeffer, Nebraska, Secretary, mschaelerd o gmail.com

Keith Morris, Michigan, Treasurer, kimoriy o ¢lderslaworg
David L. Mandel, California, Immediate Past Chair, dmandel« Isn
Karen Buck, Pennsylvania, Advocacy Director, kbuck o seniorfanweent

Catherine McConnell, West Virginia, Board Member at Large, scniorfenaluic
Chery! Feuerman, Connecticut, ¢lcucrman ¢ connleeal

Sue Wasserkrug, Pennsylvania, swasserkoug o Senjorl AW Centerorg

Shoshanna Ehrlich, Technical Assistance Specialist, schrlich ¢ ceraresource.org

21

12:02 Sep 23,2011 Jkt 068180 PO 00000 Frm 00162 Fmt6601 Sfmt6601 C:\DOCS\68180.TXT SHAUN PsN: DPROCT

Insert offset folio 127 here 68180.127



VerDate Nov 24 2008

159

The Importance of Evidence-Based Curriculum for Older Adult Job Training
Programs

Testimony from Marcia Kerz, President of OASIS

As the Senate and House work together in the 112t Congress to reauthorize the Older Americans Act, |
urge the committee to address the importance of technology training for older adults — in particular as it
relates to employment and job opportunities. Joblessness among seniors aged 65 and older has nearly
doubled since the beginning of the recession in 2007, according to data released by the Bureau of Labor
Statistics. Many older workers are unable to retire due to lost retirement savings and the National
Council on Aging reports that nearly one-third of Americans aged 60 and older are economically
insecure, living at or below 200 percent of the poverty line.

Unfortunately, without the necessary technological skills, older adults are placed at a significant
disadvantage in the job market. A survey of empioyers notes that the biggest disadvantage older
workers have in the job market is many individuals lack necessary technology skills. There is a growing
need to expand programs that train aduits to use new technology and give them the skills they need to
look for jobs in the information age.

Studies show that 42 percent of adults over 65 use the internet, compared to 74 percent for the general
population. In a world where job openings and applications are only accessible online ~ for example,
WalMart greeter job applications— job seekers now need technology skills just to apply for jobs. There is
an obvious need for increased access to technology training programs for older adults, but training must
be tailored to their specific learning style, with environments and materials geared towards older adult
learners.

As Congress looks for ways to improve the Senior Community Service Employment Program (SCSEP} and
other federally-funded workforce training programs, it is important to stress that technology training
must be an integral part of the discussion, and 1 believe this can be done at a cost-savings to the federal
government. Encouraging SCSEPproviders to partner with organizations and non-profits that already
have research based programs with track records of proven success among the older adult population,
will save taxpayer dollars through the use of existing programs.

A March 2011 GAO study focusing on the duplication of government programs cited 47 programs that
spent close to $18 billion in fiscal year 2009 to provide job search and job counseling services to
participants. GAO suggested consolidating and streamlining services to reduce costs, which couid then
be used to serve more individuals looking for training. | agree that we should be using our tax dollars
towardsexisting programs that are proven to be effective instead of continuously trying to recreate the
wheel and develop new programs.

OASIS has developed such a program called Connectionsand data collected from a 2009-2010 research
study by the University of Miami proves that the curriculum is effective for oider adults. Pre- and post-
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program assessments conducted on 200 individuals revealed significant improvements in computer and
internet knowledge among those in the program versus those in the control group.

The Connections comprehensiveprogram offers 32 courses — with basic courses translated into Spanish~
which are specifically designed with the older adult learner in mind. individuals can take classes as basic
as introduction to computers and the internet, as well as word processing, excel, resume building and
how to search and apply for jobs online. These programs are offered through OASIS’s 27 training
centers and more than 90 partners across the country. Additionally, OASIS is also partnered with five
public library systems that are impiementingConnectionsin their communities (Pima County, AZ;
Broward County, FL; Sacramento, CA;Multnomah County, OR;and Dallas, TX).

OASIS has worked very hard to develop and maintain a curriculum that is proven to be effective. Again, |
would encourage the committee to make technology training a priority in the reauthorization of the
Older Americans Act. | cannot stress enough how important it is that these individuals are given the
opportunity to develop the skills they need to stay in the work force or get back to work. We fook
forward to working with you and the federal government to ensure that older adults receive the best
and most cost effective training possible.

Marcia M. Kerz

President

The OASIS Institute

7710 Carondelet, Suite 125
St. Louis, MO 63105
mkerz@oasisnet.org
314-862-2933
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