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JENNIFER WATSON: We’ll be getting started in about two minutes
for the webinar today “Caregivers Supporting People with

Dementia.” Hang tight.

Hey, good afternoon everybody. Hi, I'm Jennifer Watson from
the National Institute on Aging at the National Institutes

of Health, and I'm very pleased to welcome you today to our
2015 webinar series jointly sponsored by NIA, ACL, and CDC.
Today's webinar, “Caregivers Supporting People with
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Dementia: New Research and Technology,” is the third in our
three-part series, and we're so glad you're with us today.
Thank you for joining in. It looks like we have over 400

attendees right at this moment and it's still growing. So I

appreciate everybody being with us today.

Before our speakers begin, we have a few housekeeping
announcements. First, if you have not done so, please use
the link included in your email confirmation to get onto

WebEx. So if you're hearing me, I'm assuming that you have
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your sound setup, that you're connected by phone or by your
computer. And just make sure that you’re setup in the WebEx
so that you can see the slides as well. Also, you should
have received a couple of reminder emails today that gave
you the link for the slide deck if you're having trouble

connecting with the WebEx.

So if you're connected to the WebEx, you will be able to
ask your questions in the chat feature on the righthand
side of your screen. Please feel free to submit questions
at any time using that function. And we will get to them at

the end of the session after all the speakers have spoken.

If you don’t have access to the email link we sent you, you
can go to NIH.WebEx.com and click on the “attend the
meeting” button at the top of the page and then enter the
meeting number, which is 623017900. That’s 623017900. And
the event password is 3ADWeb2015. And if you have any
problems getting onto WebEx, please call the WebEx
technical support number at 866-229-3239. That’s 866-229-
3239. And you may be experiencing difficulties if you're

using Windows 10. We would recommend using the Chrome
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browser. And if you’re using an iPad, you might want to use

the WebEx app through the App Store.

As always, participants in the webinar are in listen-only
mode at this time. And we do, of course, as I said earlier,
welcome your questions throughout the course of the
webinar. Please feel free to use the chat function

throughout the course of the webinar.

If there are any questions we don’t get to or we can’t
answer during the course of this webinar, we will follow up
to make sure those questions are answered. Or if you think
of questions later, you can email them to us at my email
address, watsonJL@NIA.NIH.gov. I believe Erin Long’s email
address will also be at the end of the slide deck today. So

you can email either of us with any questions that come up.

We are recording this webinar today. And it will be
available along with the slides and a transcript on the AOA
website within a couple weeks. The link is right here.
We’ll give it out a couple of different ways. So don't feel
like you won't have access to this link. We will send it to

you after the webinar is over, and I will send it out again
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when the slides and recording are posted. So you will get

information about that.

And I you want to point out that, once again, thanks to
CDC, we're able to offer continuing education units for
nurses, health educators, and some sorts of continuing
education units that you may be able to use for your
profession. All the information about requesting CE credit
will appear at the end of this slide deck. And it will be
available on the website. You'll also find a link in the
follow-up email you receive after the webinar today. And as
you see here, CEUs are going to be available for up to 2

years after this live webinar.

Moving on. Just in the interest of disclosure, please note
that presentations and content today will not include any
discussion of the unlabeled use of a product or a product

under investigational use.

And with that, I'm going to turn it over to Erin Long from
the Administration for Community Living, who will be

moderating the session today. Erin.
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MS. ERIN LONG: Good afternoon, everyone. My name's Erin Long.
As Jennifer said, I am a Program Officer here at ACL, and
I'm pleased to join you here today to participate in the
webinar. We have four great speakers. And in the interest
of time, I'm just going to go through a brief biography of
each individual. And then we'll get right into the program.
And I want to make sure that everyone understands that
we’ll have a Q&A session at the end. As Jennifer stated, if
you put your questions in the Q&A box on the webinar, the
WebEx feature, we will do our very best to get through as
many as we can, and you can email any that we don't make it

to.

So, I'm going to go through our great presenters. First, we
have Dr. Darby Morhardt. She is an Associate Professor and
Director of Education at the Cognitive Neurology and
Alzheimer's Disease Center at Northwestern University's
Feinberg School of Medicine. Dr. Morhardt has 30 years of
clinical experience with cognitively impaired individuals
and their families. Her research interests include
experiences of families living with dementia, development
and evaluation of quality-of-life programs and support

groups and other therapies. She also partners with
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underrepresented communities to raise dementia awareness,
identify service and education needs, and promote research
participation, with the goal of improving health outcomes

for all persons with dementia and their families.

Our next presenter is Alicia Blater. She is with the Family
Caregiver Support Program. She is a Family Caregiver
Support Program consultant and Lifespan Respite Project
Director for the state of North Carolina. In her role with
the state's Division of Aging and Adult Services, she
assists family caregivers and monitors, mentors, and trains
service providers and local agencies in the work on behalf

of family caregivers.

Our third presenter is Dr. Carol Farran. She's a professor
at Rush University Medical Center College of Nursing. Her
research uses a variety of methods to improve care for
persons with Alzheimer's disease and related dementias and
their family caregivers. She's tested three randomized
clinical trials with family caregivers, [including] the
latest one of the three known Caregiver Physical Activity

Health Promotion Interventions. Dr. Farran also invests in
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translational research and has [had] a number of awards

over the course of her career.

Our last speaker is Ms. Jill Kagan. She's the Program
Director for the ARCH National Respite Network and Resource
Center. The Resource Center houses ACL’s Lifespan Respite
Technical Assistance Center. She’s served on numerous
national advisory boards, including her current role on the
National Advisory Council to the federally funded Family
Support Research and Training Center. She's co-chair of the
Elizabeth Dole Foundation Respite Impact Council of
Military Caregivers Coalition, co-chair of the Autism
Developmental Disabilities and Family Support Task Force
for the Consortium for Citizens with Disabilities, and

facilitator of the National Lifespan Respite Task Force.

That's just a little information on our four presenters. I
will be moderating throughout the session. And again, we'll
have question and answer following the final presentation.
So with that, I'm going to turn things over to Dr. Morhardt

to discuss caregiving and supporting people with dementia.
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DR. DARBY MORHARDT: Hello, everyone. Thank you so much, Erin,
for that introduction. And I appreciate the opportunity to
participate in today's webinar. And I will be setting the

stage of the foundation on caregiving and dementia.

Next slide. And specifically, I will be addressing the
demographics of caregiving. What are some of the factors
that influence caregivers to assume these responsibilities?
And what affects their experience? I will then touch upon

some of the successful evidence-based interventions.

Next slide, please. Family caregivers really do provide the
bulk of long-term care for people with dementia. The
majority of people with dementia do live in the community,
over 80 percent. And for approximately 85 percent of those
individuals, care 1is provided by family and friends. Today
more than 15 million Americans are caring for a person with

Alzheimer’s disease or another type of dementia.

And the typical profile of a caregiver for a person with
dementia is a middle-aged or older, female child or spouse
of the person with dementia. In the United States,

approximately 60 percent of unpaid caregivers are wives,
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daughters, daughters-in-law, granddaughters, and other
female relatives--although male caregivers are becoming
more frequent. Today, men make up 40 percent of family
caregivers in the United States, which is an increase of 21
percent from a 1996 study that was also conducted by the
Alzheimer's Association. And then also over a third of

caregivers are over the age of sixty-five.

So what are some of the reasons why people provide care?
Well, many of the reasons that we care for others is out of
a love and willingness to give back to those who gave to
us. Helping and consoling others is part of our wiring.
However, simultaneously there can be feelings of duty,
obligation, guilt, perhaps an attempt to receive love and
affection. There are also social and cultural expectations
that we care for our family members. And evidence shows
that most caregivers are not very well prepared for this
role and often provide a lot of care with very little or no

support.

Next slide, please. It has been very well documented that
the potential cost to caregivers are enormous, financially,

physically, and emotionally. Financially, caregivers are
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more likely to lack health insurance coverage due to time
they take out of the workforce. Sometimes they're forced to
quit work or retire early, creating financial burdens.
Also, lower income has been associated with greater

caregiver stress and poor caregiver health.

There are also burdens for younger-onset families
transitioning out of the workforce early, which reduces the
family income and compromises insurance eligibility. While
there are more insurance options under the Affordable Care
Act, there is still that 2-year wait for Medicare after

receiving Social Security Disability.

And I'd like to point out that a recent study conducted by
the National Institute on Aging and the American Federation
for Aging Research estimated that in the last 5 years of
life, total health care spending for people with dementia
is more than a quarter-million dollars per person, and
that's 57 percent greater than costs associated with deaths

from other diseases, including cancer and heart disease.

10
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And interestingly, the most burdened financially were
single, unmarried women, African-Americans, and persons who

had less than a high school education.

Physically, research shows that family members who provide
care to individuals with dementia are themselves at risk.
And older adults in caregiving roles may be particularly
vulnerable because caregiving demands may tax their health
and physical abilities and compromise their immune response
system. And the stress associated with caregiving can

exacerbate existing chronic health conditions.

Due to the demands on their time, caregivers maybe less
likely to engage in preventive health behaviors and thus
neglect their own health. More than one-third of caregivers
continued to provide intense care to others while suffering

from poor health themselves.

Studies have shown that an influential factor in
caregivers’ decision to place a family member in a long-
term care facility is their own health. We also have today,
with our increased medical advances and shorter hospital

stays, increased care responsibilities placed on families

11
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who are being asked to shoulder a lot more care for longer

periods of time.

And then, in terms of psychological health or the quality
of life of the caregiver, it too has been shown to be
negatively affected. Studies consistently report higher
levels of depressive symptoms and mental health problems
among caregivers. And estimates show that 40 percent of
dementia caregivers suffer from depression and emotional
stress. And over 60 percent have high to very high

emotional stress.

Both caregiver depression and perceived burden increase as
the care receiver's functional status declines. And
depression and anxiety disorders found in caregivers
persist and can even worsen after the placement of a
patient in a nursing home. And depressed caregivers are
more likely to have coexisting anxiety disorder, substance

abuse or dependence, and chronic illness.

Next slide, please. So, as stated, increasing and
unpredictable behavior and physical challenges make for

very stressful caregiving. But in addition to that physical

12



WEBINAR #3: CAREGIVERS SUPPORTING PEOPLE WITH DEMENTIA
NEW RESEARCH AND TECHNOLOGY - 11-17-15

and emotional and financial impact of caring for someone,
there are associated challenges of interacting with family
members and friends with whom caregivers have expectations
on how helpful they can or should be. And these
expectations can often lead to disagreements, conflicts,

and old wounds can open up.

The caregiver is also adjusting to changing roles, managing
finances, and doing the cooking and shopping when they
never did that before, or being alone in making major
decisions when they used to share those decisions as a
couple. Or in some situations, caregivers may have had a
challenging relationship with the person who now requires
their care, which can create a lot of ambivalence and
stress. And it's important to understand the historical
context of these relationships. Living with ambiguity or
losing the person while they are still here and the

uncertainty of the future can be overwhelming.

Next slide, please. So I have spent a lot of time talking
about these negative aspects of caregiving and, of course,
that's what tends to get the most attention. However, there

are some studies that do indicate that caregivers

13
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experience positive side effects. It's unclear why some
caregivers for persons with dementia manage their
burdensome circumstances fairly well, while others do not.
But there is research to indicate that many caregivers may
feel pride, a sense of purpose, or other benefits from
their caregiving activities, like enjoying togetherness or
sharing activities. Some may talk about spiritual and
personal growth and increased faith or feelings of

accomplishment and mastery.

Next slide, please. So what helps? And that's what we're
here today to talk about. Dr. Gitlin just recently
published - Gitlin and others - just published an article
in “The Gerontologist” on the state of the science. We have
over 30 years of over 200 intervention studies in
caregiving. And these include seven meta-analyses, 17
systematic reviews, and there's a lot of evidence that

exists for translating the research into practice.

These treatment modalities are professional support
programs, psychoeducational programs, groups, behavior
management and skills training, counseling and

psychotherapy, self-care, relaxation techniques, [and] ways

14
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of changing and redesigning the environment to maximize
quality of life and independence for the person. And then

there are also multicomponent treatment modalities.

Next slide, please. Among the evidence-based interventions,
positive change was common in the areas of caregiver
depression, stress, burden, coping ability, and caregiver
knowledge and competence. There’s also been a lot of
evidence, strong evidence, that these interventions have
resulted in better behavioral symptom management. And some
interventions have also shown a reduction in

institutionalization and patient-related symptoms.

Over 30 years of this research on caregiving have produced
an extensive and complex body of knowledge. But
nevertheless, there are limitations that have been
identified, particularly the lack of diversity and
therefore generalizability of the data that we have
accumulated. Significant demographic subgroups are under-
represented, such as men, minority populations, rural,

[and] long-distance caregivers.

15
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We also have had a tendency to study caregiving individuals
rather than caregiving families. Although some studies have
examined caregiving dyads, more research on the effects of
multiple family members are needed. And we're also in need
of understanding the caregiving for different types of
dementia. Much of the research has been conducted on
caregivers for general dementia or Alzheimer's disease.

And we know very little regarding the differences in caring
for someone with different clinical symptoms, such as in
dementia with Lewy bodies or in frontotemporal dementia and
how that compares to someone with the more amnestic
symptoms of Alzheimer's disease. We also know little about

the long-term effectiveness of these interventions.

Next slide, please. So the interventions I’ve mentioned,
and some types which will be discussed in more detail
today, will neither prevent nor cure Alzheimer's. However,
they do have the potential to help change the experience of
people with the condition and their family caregivers to

live as well as possible.

No two people with dementia, no two families are alike in

their need for care and support. And there are concrete

16
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actions that can be taken to build quality into the process
of care and support for people with dementia and their
caregivers across the journey of care, from the time of
diagnosis to the death of the person with dementia and

beyond.

And the key guiding principle is that living well with
dementia is perhaps an attainable goal and that maintaining
or enhancing quality of life is really the ultimate

objective. Thank you.

MS. ERIN LONG: Thank you so much, Dr. Morhardt. We are getting
great feedback on your presentation, and we will be
accepting questions later in the webinar. Next, we will
turn to Alicia Blater, who will talk about maximizing

respite time and reducing caregiver burden. Alicia.

MS. ALICIA BLATER: All right. Thank you so much. I'm happy to be
with you today. As Erin mentioned earlier, I am with the
state unit on aging, and so we receive and oversee federal
and state funds to provide services at the local level. If

you want to go ahead and go to the next slide. Thank you.

17



WEBINAR #3: CAREGIVERS SUPPORTING PEOPLE WITH DEMENTIA
NEW RESEARCH AND TECHNOLOGY - 11-17-15

I am often talking to families, working with them directly,
working with the providers or the service network that's
providing those services. And the project I will talk about
today relates to respite care, which is care that provides
an unpaid family caregiver a break in their caregiving
duties. It's an important service for caregivers of people
with Alzheimer's disease and related dementia. And I think
we just heard a wonderful presentation from Darby about the
reasons why respite and other supports are vital to family

caregivers.

Next slide. So, specifically what I'm talking about is what
we did with the grant that we received from the Lifetime
Respite Care Program, which the funds come through the U.S.
Administration for Community Living. Many of your states
also have received this funding over the last several years
since the program began in 2009. And North Carolina was one
of eight states awarded an expansion supplement grant in

2012.

What that expansion supplement asked us to do was provide
direct respite care. Actually, we had spent a couple of

years previous doing research in North Carolina about where

18
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were our gaps. What people were not receiving respite? We
saw a lot of gaps with brain injuries. We saw a lot of gaps
with folks who did not qualify for Medicaid or our specific
programs, or maybe they were on waiting lists [or] people

who had acquired disabilities that came later in their life

and they hadn’t been part of a service network.

So those were some of the gaps that we've seen. So we
created a mini-grant program where we asked providers
across the state to apply to provide respite to those gap
populations. And so we had nine local respite caregiver
service providers that received those grants. And you'll
notice it’s not a lot of money, $135,000 approximately. But

I’11 tell you what we did with it.

You want to go to the next slide? So, you’ll see this is a
variety of providers that we have involved. A few of the
providers serve families with children with special needs
or adults with intellectual or developmental disabilities.
The majority of caregivers served were caring for an older
adult, with a large number of them caring for a person with
Alzheimer’s disease or related dementia. So like I said,

this was a respite project. It wasn't specific only to

19
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Alzheimer's or dementia, but we did have a lot

of people

involved that were persons caring for someone with those

diseases.

Next slide please. So, in addition to just providing the

respite, we wanted to be able to go further and do

something more. So we added a respite planning
all of those people who were receiving respite
mini-grant funding. One of the requirements of

received respite from these providers was that

received respite previously from that provider.

exercise for
from this
those who
they had not

And most of

them had not ever even heard of respite or used it

previously before that.

Next slide. So, the basis of what we did stems

from earlier

research done by Dale Lund and colleagues at California

State University at San Bernardino and the University of

Utah. And I apologize for not putting the actual citation

on here. It is based on an article entitled “Time for

Living and Caring-Making Respite Services Work

for You” and

a brochure entitled “Getting the Most Out of Respite.”

20
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Dr. Lund and his colleagues have done a lot of work
subsequently on this very topic and looking at should
respite automatically translate to lower burden. After 35
years of research on the effectiveness of respite, results
show only moderately positive, inconsistent, and mixed

results about benefits to caregiver well-being.

Our experience with real families points to it being a very
valuable and vital service. But one of the things that the
study showed us was that 46 percent of caregivers reported
being only somewhat or not satisfied with how they spent
their time. We have that a lot in real life and also in
what I read. Families tell me I need respite. That's the
most important service that we need. When you ask them
about the respite, they love it. They’re very happy with
it. They’re happy with the provider. They feel like it

worked well.

But then when you drill down and you talk about, well, how
are you feeling as the caregiver, that's where a lot of
research is still to be done and, certainly, ones that
point to they’re not necessarily satisfied with how they

spent their time. And there can be a direct correlation
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with how they spent their time while they had respite and

how they feel in their caregiving role.

Next slide please. So, why do we care what caregivers do
with their respite time? Next to payment for family
caregiver duty, which is not provided in our state, respite
is the most requested service in North Carolina for
caregivers of older adults and persons with dementia. It is
also the service that we as a state fund the most of with
our family caregiver support program money. And it’s
obviously the most direct expenditure we spend with our

Lifespan Respite Care money.

So, a lot of money in North Carolina, as well as in your
states, 1is going to fund respite. And so we want to make
sure that we're doing the best we can with it, but we don’t
have a lot of money. So the average respite voucher service
in our state is only between $500 and $2,000 per year. And
that's per household. So, i1if they have multiple people
they’re caring for, they’re still only getting usually
within that range of respite. I'm talking about the

non-Medicaid services. So, these are not folks who have
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Medicaid service. They are ones who receive funds from the

Older Americans Act and other grant-funded programs.

The mini-grant recipients, they too only averaged about

$500 per family. And so ultimately, of course, we're going
to look at how do we enhance the value of what we provide?
For us, it wasn’t about doing more with less. It was about

doing better with what we already have.

Next slide. So, as I mentioned, in Dr. Lund and his
colleagues’ work, they had developed a respite planning
tool. And we wanted to give that a chance to see how would
that work with real folks that were receiving respite from
these services. So, knowing that respite is the most
requested service, but the outcomes were inconsistent, we
thought we’d put that idea of planning respite time and
setting goals to the test. And I’1l1l show you the actual

planning sheet in just a minute.

Many grant recipients were asked to give the caregivers the
setting goals [worksheet] to maximize your respite time, an
actual worksheet at the intake or registration process. If

they weren’t able to give it to them in person, they were
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instructed to call them and talk to them about it and then
put it in the mail or scan it and send it by email so that
they had this tool. So, it not only was the tool, it was
something that we called a consultation, which was talking
about caregivers about the fact that respite was time for
them. It was meant to be used for something that they had
wanted to do, that it could be restorative to them, and
they were instructed to think about in advance what they

would be doing with their time.

Next slide please. So, here is the majority of the actual
tool. And this, like I said, comes from Dr. Lund and his
work. And with his permission, we have adapted it slightly
and used it here in North Carolina. So, caregivers were
instructed literally to think about things they always had

enjoyed doing.

As Darby mentioned, when you become a caregiver, your life
changes. And it might be a very slow change or it might be
a very rapid change, depending upon the situation that led
you into that role. But oftentimes, people, caregivers,

start to lose a lot of the connection that they had before

with people, with activities. And so this tool reminds
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people to think about what they did before they became a
caregiver. Maybe something that has spiritual meaning to
them may improve their satisfaction with caregiving.

Reduced stress they might feel from an increase in your

respite time.

One of the things we talk to families about is if you used
your respite time to hold a family meeting and to pull in
all of your relatives that are nearby or not and talk about
what your needs are as a caregiver, what the needs are of
the care recipient, including the care recipient where
possible, and talking about what things could other family
members do. That, in turn, could really increase your time
because people know about the help that you need and maybe

will then participate in offering more support to you.

And so, we also, you know, another of the factors was
including that to use your respite time more regularly.
How could they plan goals or plan situations that they

could have that time more often?

So caregivers were given this tool and told it could be

used to plan what they wanted to do. It was not required to
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receive the respite service. It was not turned into the
provider. And it wasn’t routinely asked about later,
meaning the provider didn’t call them a month into it or
after the respite specifically and say, you know, what did
you put on your planning sheet? And were you able to

accomplish those goals?

So it was not, the process was more in using this tool to
educate the caregiver [and] also to talk to the provider
about what respite was and how it could be used and to have

that opportunity to have this discussion.

Next slide, please. So, we collected data on this. We did
pairs of pre- and post-service surveys. So, anyone who
received a respite voucher was given a pre-respite form.
This included a demographic questionnaire and a 1l6-item
caregiver burden assessment. So, they received that first
and completed that. The provider held onto that. They
received their respite and then after they received their
respite, they were given the caregiver burden assessment
again, a four-item satisfaction questionnaire regarding

their use of the actual planning tool.
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So these were coded in pairs, given to the providers to
collect, and returned to the Division of Aging and Adult
Services. They were mailed a packet of these coded pair
surveys, instructed on how to have caregivers complete
them. So there were instructions included. Then service
providers mailed those surveys back. Seventy-nine of the
235 caregivers who received respite completed both the pre-

and the post-questionnaires.

Next slide, please. So, you’ll notice a couple of things
here. One is the caregiver-care recipient dyad. So we had
39 [adult] children caring for parents, 19 parents caring

for a child, 15 spouses caring for a spouse, and soO on.

I will talk about the specific results in a minute, but
this slide also shows you, obviously, the variety of the
types of caregivers that we had as part of that and what

their pre-respite mean and post-respite mean were.

Next slide, please. So, this is the change in the caregiver
burden as a function of that respite consultation, that
sitting down and talking with them about that respite. You

know, you'll notice on the table that the consultation with
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providers, that pre-respite mean was a 7.61. There was a
reduction of about 35 percent down to 4.54, and we'll talk

a little bit more about what that means in a minute.

Those who had no consultation with the provider, they too
had a slight reduction from pre-respite to post-respite,
but it was very little change. And I think one of the
things to point out, you'll notice that the pre-respite
burden for those with no consultation with the provider was
noticeably lower than those who had a consultation with the
provider. We are not sure exactly why that phenomenon
happened. Anecdotally, and as we talked to some providers,
we think it has something to do with the respite provider
self-selecting to a degree and offering the tool first to
those caregivers who seem to be most in need or most

responsive to the idea.

What was exciting and fascinating to us, though, was the
change from pre-respite to post-respite for those who had a

consultation about respite time planning.

Next slide, please. So, we conducted repeated measures

ANOVA to examine whether or not the provider discussing
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respite planning with the caregiver had an effect on the
caregiver burden scores. And, of course, we found that it
did, and we were actually surprised that we found that it
had such an effect. We noticed that the average caregiver
burden score significantly declined from pre- to
post-respite only for those caregivers that talked to their
provider about respite planning. There was a slight decline
in burden scores for those caregivers that did not receive
consultation, but this decline was not statistically

significant.

Next slide, please. So, obviously, the timing and approach
seem to be key elements. Not everyone relates to or is
willing to voluntarily write down goals. We did have some
participants who said they were too overwhelmed to spend
time doing this. The results would point to the
consultation about respite and how it is a benefit for the
caregiver can also assist in reducing burdens. What I mean
by that is it might be that the actual discussion itself is
enough to cause somewhat of a change, even if they don't go
to the effort of writing down a goal. I know a lot of us,
even in our own lives, we might have goals in our head, but

we may be people who write them down or we may be people

29



WEBINAR #3: CAREGIVERS SUPPORTING PEOPLE WITH DEMENTIA
NEW RESEARCH AND TECHNOLOGY - 11-17-15

who just keep them in our head. The idea of focusing on

something can be important.

So, I wanted to point out that certainly this doesn’t work
for everyone and there is some feedback that we received
that some people just felt too overwhelmed to take on
another process like that. But for some, the process was

life-changing.

I think we assume that caregivers know automatically to do
this, but in my experience, caregivers are often told by a
professional that they need respite. So, they're going to
call me or they're going to call a provider and they’re
looking for that service. And when they receive that
service, they’re often sent to a home care agency or a

respite provider.

Because of the ruralness of our state or how we have
staffing available, things that happened to all of us in
all of our states, oftentimes a provider will say, well, we
have Tuesday. We have a worker available that can come to
your area. They can be there Tuesday from 2:00 to 4:00,

for example, and that type of scheduling removes the
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caregiver from being the true client sometimes and doesn't

set up the best beginning for successful respite use.

So, being able to have discussions with providers and with
families talking about what respite is and how planning for
it and scheduling it and using it can be really worthwhile,
that in and of itself we found to be very beneficial in our

state.

For some, the process was life-changing, but as I
mentioned, certainly we're not saying that this was a
perfect process completely. Given that there was not a
comparison group in the study, we can't say that the
significant decrease was a direct result of the
intervention. But we certainly feel confident in
hypothesizing that the respite service, along with the
consultation, had a positive effect on the caregiver.

Anecdotally, we heard many, many, many stories about that.

Next slide, please. So, we’re using the tools. We’re not
requiring them in our state, but we do have it as part of
our respite voucher application process from our respite

care coalition. The original nine grantee providers
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continue to use that. We distribute it through our Family
Caregiver Support Program with Area Agencies on Aging, and
we present it often as we have opportunity to travel
around. So we use that tool, as I mentioned, to start a
discussion with providers and families. It's about changing
and hopefully enhancing a service we know is good, but we

think can be even better.

Last slide, please. So, this is just one example of many,
and we often have notes written. This was one that one of
our Area Agency on Aging folks told me about. There was a
gentleman who was taking care of his parents, and they
needed enough care that he actually moved out of the home
that he and his wife shared and went to live with his mom
and dad who were across town. They lived in the same town,
but he actually was several miles away from his regular
home. He was awarded a $500 respite voucher--certainly not
a lot of money. He was given the setting goals [worksheet]

and instructed to use it.

He had been someone who had fished often and had kind of
even forgotten that he was a fisherman through this

experience. So, he planned a weekend fishing trip with his
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wife and had called back to tell the AAA provider that it
changed his life and it made him a new man. And just
really, the woman at the AAA that I talked to said
literally he became a new person, having that freedom to go
and do something that he had almost forgotten was such a

love of his.

So he continued to use respite when he needed it. His
parents passed away, and he and his wife moved out of that
town but are now living together again and moving on with

their life.

So, at the end of the day, stories like this are why we do
what we do. It’s wonderful when the data explain some of
the how and why. We're fortunate to have positive
experiences with both the data and the practice. I hope it
has been interesting and helpful to you. Many of North
Carolina’s tools and materials are available for your
review on the ARCH National Respite Network website. Thank

you so much. We can turn the time over to Carol.

DR. CAROL FARRAN: Hi, this is Carol Farran, and I'm from Rush

University College of Nursing. Erin, do you want me to go
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ahead and proceed? I'm going to. I know we're a little

pushed for time.

I’'m going to be talking this afternoon about developing and
testing a web-based caregiver skill-building intervention
for dementia family caregivers. And we can go to the next

slide, please.

I have three aims that I would like to talk about this
afternoon. The first is to describe an evidence-based
caregiver skill-building group intervention and then
discuss the process of adapting that group intervention to
a caregiver skill-building mobile intervention. Then the
third aim is to present some of the mobile intervention

pilot-study challenges and preliminary outcomes.

Go ahead to the next slide. Our original group intervention
used a randomized controlled trial of a caregiver skill-
building intervention versus an information and support
only [intervention]. We had 295 caregivers in that study,
and we used a multimethod treatment protocol, which has
been very common in a lot of the caregiver studies. We had

a 1l2-month intervention. We had eight weeks of small-group
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intervention, then we followed that with about seven
telephone calls. And we had two group boosters during the
12 months. And then caregivers also could call in, and we

would provide PRN or as-needed telephone contacts.

Our focus in that intervention was to really focus more on
skill building and not just facts. So, we focused on
assessing behavioral symptoms and identifying potential
causes of behaviors. We also focused on recognizing the
care recipients’ abilities, rather than so much focus on
inabilities and then using creative approaches to

intervene.

Again, we were guided very much with that intervention by
person-centered care. I know that we've developed that

knowledge even more.

Next slide. Our primary outcome from this group
intervention included decreased caregiver depressive
symptoms and significantly decreased emotional distress

with agitated behaviors.
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Next slide. The second aim of my presentation is to talk a
bit about how we adapted that group intervention to a
mobile-based intervention. And we have to make another
assumption. I don't know that they’re assumptions, but
there were issues that we were confronted with. Early on,
we had to say it will be different. It won't be the same.
It can't be the same. So, what we did was to identify some
of the core content and components of that original group

intervention that we wanted to retain.

The first was to focus on skills and not just didactic
information. Then we also realized that there was
information [support] only content that we felt like, you
know, we have to include that, too, although, we don't want
that to be the primary focus of the intervention. But we
integrated that into the mobile skill-building

intervention.

Then we looked at again the past 10 years, and we've had,
really, many changes in technology. More caregivers are
using technology, and they're probably less averse to
technology than we thought they used to be. The one

assumption we made was that our intended users of the
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technology would be early- to middle-stage caregivers of
persons with dementia. They would be multicultural, and
they would be spouse and non-spouse caregivers, very
similar to what has been outlined in earlier presentations

today.

Next slide. The process of adapting the group intervention
to the mobile intervention, again, we had to make some
assumptions and face some realities. One of the questions
was, what will we miss? And we had to face the reality that
in the group intervention, we had something like about
seventeen and a half hours of contact time, whereas with
the mobile-based intervention, we probably would have a

maximum of six hours.

We also realized that we had a group leader-managed
process. And I think for those of us who have lead groups
of any kind or certainly caregiver support groups, we
realize or we think that we have a lot of control in sort
of managing that process and making sure people take turns

speaking, et cetera.
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Then we also had numerous group member contacts and a more
extensive process. But on the other hand, we asked what
might caregivers gain from a mobile-based intervention?
And we thought perhaps they would gain more time and
greater flexibility. We wanted to provide an interactive
learning process for them, and we also wanted to increase

their access to other web-based caregiver resources.

Next slide. So, our content and delivery, our content
specifically, may not look that much different than our
group intervention, but it was certainly presented
differently. Our topics included understanding Alzheimer's
Ddsease and related dementias. We included person-centered
care, behavioral symptoms of dementia, personal activities
of daily living, caring for the caregiver, and finding and
using services. And I generally think of that content as

being Caregiver 101.

Our delivery method then was six weekly web-based modules.
And initially, we sent them one at a time and waited for
them to say, yes, I've done that and then would send the
next module. Over time, we realized that it was better to

do send them all six modules at once. Then they had more
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autonomy in deciding how gquickly they wanted to move

through those modules.

Next slide. In developing the intervention, we had, I
thought, a fairly extensive curriculum map where we
identified the objectives for each module. And again, if
you can sort of visualize this as a large Venn diagram,
really, where we kind of had the six modules going across
the top and then had each of these characteristics. So, we
could say, well, we don't have time to repeat content, so
we have to be very specific about our objectives for each

module, identify what our expected behavioral changes are.

We tried to identify our anticipated skill development.
What did we really want to focus on during that module?
Then we also included self-assessment questions that would
ask questions related to the content or that was applied to
the caregiving situation. And they would answer the
questions and get feedback as to whether they had a correct
answer or they should try again and rethink that answer

somewhat.
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Then we also had case examples that varied by gender role,
spouse or non-spouse, multicultural groups, and care
recipient activity level and outcomes. Again, I was very
adamant about having multicultural groups, and I tried to
say to the developers and designers, I said, you know, we
currently have almost 40 percent of caregivers in our
interventions that are African-Americans, and we have
something like under 10 percent who are Asian or other
groups. I said, I want that to be reflected in each module
so that we have probably one of each group represented in
each module--so we really can have a multicultural delivery

approach.

Then what we found over time is that there was no way that
we could include all the content that we had initially
visualized. So we again became more acquainted with
developing attachments and then having those attached to
the module. The caregivers could then print that

information out.

Next slide. Then, again adapting the delivery process, I
said earlier that we really couldn't get all the content

in. We just couldn’t, so we had to adapt our approaches by
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using case studies.I found that often by taking a case
study, presenting that information and then asking
caregivers questions about that, that was a very helpful

way of presenting a lot of content in less time.

Then as I mentioned earlier, we also used attachments that
helped provide caregivers access to web-based resources and
also information that we didn't have the time to include in

the content.

In terms of dealing with the group-leader absence, and
maybe that was our need more than it was caregiver needs,
but we used interactive assessments. So we asked the
caregiver questions. They answered them. We provided

feedback concerning their answers.

And then we also referred them to the Alzheimer's
Association written materials, the e-helpline, 24/7
helpline, and NIA, NIH, FDA, and AARP materials. Again, we
were hoping to expose them to different websites so they
would say, oh, I got this document there and perhaps that's

a place I can go for other assistance.
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Next slide, please. Then we conducted a pilot study and,
again, had to realize the number of challenges, outcomes,
and then when to look at next steps. One of the things we
realized very early was that technology was rapidly
changing. Our original technology that we had developed
with a small business became obsolete during the time that
we were developing the intervention, so we basically needed
to work with a different business company and have them
basically help us to come up with a different technology
that had the hardware to support what we wanted them to do.
So again, it's a rapidly changing environment, and it means

that we really have to be thinking quickly and expediently.

Next slide, please. We had a tight timeline. We had 12
months to redo this part of the project. We realized that
this wasn't a big problem, but the technology doesn't
always work. Some caregivers had difficulty with
connectivity, and sometimes it was their browser or they
might have been located in a rural area where they didn't

have good connectivity.

We also realized, and I certainly realized this, that

connectivity depends on my own skill or caregivers’
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technological skills, available hardware, software, and our
own individual computer savvy. Then another thing that
we've been working on now is really trying to anticipate
what the project will need long term in terms of technical
aspects, marketing and recruitment, and long-term

malintenance.

Next slide. In our research phase, then, we wanted to
conduct a research study, again, similar to what we had
done with the group intervention, but at the same time we
were looking at collecting data at baseline [and at] six
and 12 weeks. So, we knew that we had to trim that down. We
included sociodemographic variables. We also looked at
outcomes that included caregiver skills, mental health
outcomes, [caregiver] burden, depressive symptoms, and
positive aspects that different people have mentioned this

afternoon.

We also did fairly extensive program evaluation since this
was our first attempt. We wanted to know if caregivers
liked the content. Did they like the learning approach? How

did they do with the audiovisual quality? Was the content
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relevant? What was most and least helpful and [did they

have] suggestions for improvement?

Next slide, please. Some of the strengths of the
mobile-based program were that it incorporated valuable
features into a single product. Again, we tried to teach
fundamental skills rather than facts. We tried to be
interactive to help caregivers apply content, receive

feedback, and also access other websites.

We also wanted to focus on covering essential content. The
method was also convenient in that it was available to them
24 hours a day, seven days a week, from any location with
Internet access. And they could do that as frequently as

needed without a professional facilitator.

We also have found that it was flexible for their use, for
individual use, and I have also used it with a caregiver
support group and found that it worked quite well to work

with them in that way.

Next slide. Our quantitative outcomes then. The

intervention was successful in improving caregiver skill
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building at both six and 12 weeks. There was no significant
change in burden, and depressive symptoms and positive
affect were significantly changed at six weeks, but not at

12 weeks.

Next slide. We asked a number of qualitative questions
about what was most helpful. Caregivers talked about
learning about themselves, learning about resources,
developing the specific or learning about specific
approaches to care, and learning about their care
recipients and their needs, almost equally divided across

these four topics.

Next slide. And then they made recommendations for the
future. Again, the largest area that they made comments
about was they identified additional content and approaches
that we needed to include in the future. One of those was

to do something more on young-onset Alzheimer’s disease.

Now, it’s interesting to me. We asked for recommendations
with this question, and they gave those. But at the same
time, they affirmed the program in almost the same

percentage points that they made suggestions for
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improvement. Again, that just made me feel that that
reflects the sensitivity of caregivers. They don't just

want to say do this or make these changes.

We had just a little over 10 percent that had reported
computer technical issues, and 3 percent of the caregivers
wanted us to arrange for personal contact, which was less

than we had expected.

Next slide. I think that’s maybe it.

MS. ERIN LONG: Thank you very much, Carol. It was an
interesting presentation. Please forgive me for not
introducing you. I couldn't figure out how to get off the
mute. So next we have Jill Kagan, and she's going to talk
to us about building an evidence-based [tool] for respite

and new research directions. Jill.

MS. JILL KAGAN: Thank you very much, Erin. I'm hoping everyone
can hear me. Thank you so much for this opportunity to talk
to you today about the work of the ARCH Respite Network and
Resource Center that we did. [The project was] to begin to

expand evidence-based respite through the convening and
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deliberations of an expert panel composed of researchers,

funders, and other policy and program experts.

Next slide, please. We have already heard so much today
about evidence-based efforts to improve the caregiving
environments of family caregivers of individuals with
dementia, and I have to say it has been a fabulous webinar.
I've learned so much already myself today. We learned about
training and other support efforts, some multicomponent
interventions, and we also learned about how important it
is to not only be concerned about the service of respite
itself, but how the family caregiver is using their respite

time.

And that was so beautifully illustrated by Alicia Blater
with the North Carolina Lifespan Respite Project,
implementing the work of researcher Dr. Dale Lund, who in

fact served as a very vital member of our expert panel.

I'’m going to talk specifically about respite today and the

importance of more research for respite--because we really

still don't know with any certainty about the role respite
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plays alone or what role it might play in a multicomponent

intervention.

What we do know is that respite is among the most
frequently requested family caregiver support services.
There’s a great deal of satisfaction that family caregivers
express about the respite they receive, but it's still

largely unavailable or difficult to access.

For purposes of my discussion today, I'm ready to use the
definition of respite that was adopted by our expert panel
that I'11 talk a little bit more about in a few minutes.
Now, the panel developed this definition not for
programmatic purposes in terms of how states and
communities are implementing respite, but really to help
guide the development of recommendations around respite

research.

And the definition they came up with is that respite is
planned or emergency care that provides the family
caregiver some time away from caregiver responsibilities

and results in some measurable improvement in the
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well-being of the caregiver, care recipient, and/or family

system.

Next slide, please. Among caregivers of persons with
dementia who are, as we heard today, the caregivers who
frequently endure the highest burden of care, yet they're
also the caregivers who underutilize or delay respite use

more than other groups of caregivers.

The 2013 Johns Hopkins Maximizing Independence at Home
Study that many of you might be familiar with, in which
researchers surveyed persons with dementia who were living
at home with their informal caregivers, found that nearly
half of those caregivers had unmet needs for mental health
care. And most of these, according to the researchers

themselves, needed emotional support or respite care.

The most recent data from the National Alliance for
Caregiving and the AARP Public Policy Institute’s 2015
caregiver survey that came out last summer found that

85 percent of caregivers caring for an adult had not used

respite in a previous year. This is despite the fact that
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46 percent of caregivers of someone with dementia in that

survey reported that respite would be helpful.

Next slide, please. We've already talked a lot today about
the barriers to accessing respite, and they have been well
identified. Among these are costs, obviously. Many families
don't qualify for public assistance. In fact, the largest
source of federal funding for respite are the Medicaid
home- and community-based waivers. These often have very
restrictive eligibility criteria, as well as long waiting

lists for services.

We also heard about respite being provided through programs
like the National Family Caregiver Support Program that's
administered through the Aging Network. But even when
families have the resources to pay for respite, there's a
reluctance to ask for help. There’s a lack of awareness
about available services or information about how and where
to get those services and an extremely short supply of
respite providers, especially those who are trained to deal

with challenging behaviors.
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And then the type of respite that caregivers frequently
asked for--respite in the evening, overnight, or extended
care respite options--are in even shorter supply. [This is]
the very respite that Alicia was talking about that would
enable a family caregiver to maximize the use of their

time.

For caregivers of persons with dementia, caregiver feelings
of loss of control, sadness, guilt, and a sense of failure

if respite care is needed have been very well documented.

Next slide, please. As we all know, government as well as
private funders are giving priority for the limited funding
that's available to programs that can unequivocally
document that they work, that they benefit the intended
recipients, and, above all, reduce costs in the long run.
And while we do have some good research on the success of
adult day programs for family caregivers or multicomponent
interventions that we heard about earlier, we really don't
have as much information about the different types of
respite or the role that respite might play alone or in
combination with other support services. And the answers to

these questions are really very critical, given that
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respite is still so hard to find and so hard to access for

so many families.

As a result of this, in collaboration with the
Administration for Community Living, ARCH convened an
expert panel of prominent academics and researchers in the
respite and caregiving field, some policy and program
experts, and funders who represented a range of age groups,
disabilities, and professional disciplines. And for those
of you who are interested, a list of the expert panel

members can be found at the link under the second bullet.

The overarching goals of the panel were to explore in depth
the current status of respite research, propose strategies
to overcome those barriers to research, and also to develop
a plan to encourage rigorous research in several key areas
that will translate into meaningful strategies and
approaches to care. You can find more details on all of the

panel’s goals again at that link under the second bullet.

Before the panel even began its deliberations, we conducted
a literature review and prepared an annotated bibliography

of studies that identified one or more caregiver, care
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recipient, or family outcomes directly tied to receipt of
some type or form of respite service. This annotated
bibliography really was very helpful because it provided
the foundation for the panel’s work by providing us an
overview of the current status of respite research, helped
identify where the gaps and research were, and helped
identify all the methodological issues that to date may
have led to the inconclusive or negative results about

respite services.

Next slide, please. ARCH’s focus for caregiving and respite
does involve care for individuals across the age and
disability spectrum, so that was the approach of the expert
panel of as well. From the review, however, and most
relevant to our discussion today, we did find that much of
the research on respite for adults was focused on

individuals with dementia, including Alzheimer's.

As we all know, respite can take many forms: in-home
services, out-of-home services, community-based, nonprofit
respite, facility-based respite, volunteer or faith-based
respite, respite that's provided by professional paid

caregivers. There really isn't one single model of respite

53



WEBINAR #3: CAREGIVERS SUPPORTING PEOPLE WITH DEMENTIA
NEW RESEARCH AND TECHNOLOGY - 11-17-15

service delivery. But most of the studies that I talked
about that looked at the care recipients with dementia or
Alzheimer’s looked pretty much solely at adult day
services, specifically for the elderly, those with

dementia.

In many of these studies also, the focus was on the care
recipient rather than the benefits that might accrue to the
family caregiver--that is, studies that looked at outcomes
such as improving sleep patterns of individuals with

dementia or in reducing disruptive behaviors.

We would expect that these outcomes would have beneficial
effects for caregivers as well, of course. But caregivers
were not always the focus of the study. And as we heard
throughout today, there are various multicomponent family
caregiver interventions that include respite [and] that
have demonstrated positive effects for the caregiver as
well as the care recipient. But, really, for only a very
few of these studies do we have any information about the
specific type of respite that was offered or provided, who
provided it, and what were their qualifications? What was

the respite setting? How did family caregivers use their
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respite time? Or what was the specific role that respite
may have had on the outcome as part of that multicomponent

Strategy?

Next slide, please. The research that has looked at
respite, as I mentioned earlier, has found that services
generally result in high caregiver satisfaction. Sometimes
they’ 11l decrease depression, and in some cases, at least
for the short term, feelings of caregiver stress and

burden.

When we looked to see if there are longer-term results,
especially in reduced stress and burden, a lot of the work
has been done by Dr. Steve Zarit, who’s been researching
this issue for many, many years. And he discovered early on
that there is actually maybe a minimum dose of respite
that's offered on a regular and planned basis that may have
the greatest impact on long-term stress reduction for

caregivers.

[In] some of the most recent work by Steve Zarit and others
who have been attempting to associate stress reduction with

improved health outcomes among caregivers of persons with
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dementia, especially those using adult day services, he
identified some biomarkers to confirm the results of stress
reduction. And this is really the first time that we've had
physiological markers of stress reduction, so it’s a whole

new field of research that we're very excited about.

And finally, of course, research on whether respite results
in avoiding or delaying out-of-home placement for the
frail, aging, or those with dementia is quite mixed. What
we frequently see is that because family caregivers wait so
long to seek support, such as respite, until they’re in a
crisis mode -- and that's again because of all of the
barriers that I identified earlier - it really may be too
late in the caregiving experience for respite to have a

strong impact.

I think one thing that we have learned is that the earlier
respite can be accessed in the caregiving experience,
because respite is meant to be a preventive service, if it
can be used before caregiving becomes overwhelming and
before significant crises occur, we suspect that the more

helpful and effective respite will be over the long term.
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Next slide, please. The expert panel deliberated for about
18 months. They came up with that working definition that I
referred to at the beginning of my presentation to help
guide the development of those recommendations. They
conceptualized a research framework and came up with

recommendations in these six broad categories.

The first was to encourage research that addresses these
foundational methodological concerns and shortcomings that
we identified through our literature review. They called
for more research that would examine individual, family,
and societal outcomes, but using the family caregiver as

the main portal of entry.

They called, of course, for more appropriate cost-benefit
and cost-effectiveness research. And to really get at the
issues around access to care, they called for researching
systems change or ways to examine the efficacy of the very
diverse existing respite system and the ways to overcome

the barriers and improve respite access.

They called for research to improve respite provider

competence. That is noting the importance of qualified and
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well-trained respite providers. The panel recommended that
the quality of available training curricula be researched
and also recommended review of the most appropriate
credentialing criteria or core competencies that are needed

for respite providers working with specific populations.

And then finally, they called for conducting translational
research that would better inform respite policy and

practice.

Next slide, please. The expert panel report was just
released in the last couple of weeks. If you're interested
in reading the full report, you can access it at this link
under the first bullet. ARCH intends to implement these
recommendations over the next several years, and we plan
for this to include forming a respite research funding
collaborative, working in partnership with some other
national organizations and with the expert panel. We would
hope that this collaborative would fund research in one or
more of the panel’s recommended areas. And then at some
point in the future, we would convene a summit to review

the research and the findings that we hope will generate
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new interest in the field and hopefully lead to

programmatic improvements as well.

And I just, right before the webinar, learned that Lynn
Friss Feinberg, who’s a family caregiving policy expert
with the AARP Public Policy Institute, just published a
blog on the work of the expert panel today. I don't have
the link, but I wanted to let people know that if they're
interested in reading a little bit more about that, if you
visit the AARP Public Policy Institute, you can read her

blog today also.

So, thank you again for this time. I'm really delighted to

have been able to present today. Thank you.

MS. ERIN LONG: Thank you so much, Jill. At this time, I just
want to thank all of our presenters. We hope that you found
all of the information very informative. We have a few
minutes to go through some questions that came in over the
course of the presentations. And so what I will do is go
through and ask that the presenters - I’11 identify when it

came in and so the presenters can respond if they can. And
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if we don't get to your questions, please know that we will

do our best to get you answers after the webinar’s over.

So, the first question came in during Darby’s presentation.
And the question is, i1s there a difference in the impact of
caregiving when the caregiver is a professional rather than

a family or friend?

DR. DARBY MORHARDT: Well, I think that that's a very good
question. I don't know the answer in terms of if it’s
harder or not. But it is certainly going to be a different
experience when the caregiver has a historical family
relationship versus a paid caregiver who doesn't have that
familial, that historical, relationship, which really does

complicate the whole caregiving experience.

MS. ERIN LONG: Thank you, Darby. One person did ask a question
of everyone, of all of our panelists. They wanted to know

how many of you have actually been full-time caregivers?

JILL KAGAN: This is Jill with ARCH. I'm not a full-time
caregiver in the traditional sense, but I'm at the moment

extremely fully engaged in long-term, long-distance
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caregiving for my mother, who has dementia. She’s 90 years
old, and I'm spending about a week a month with her,

traveling back and forth to deal with her caregiving needs.

DR. DARBY MORHARDT: This is Darby. And, yes, over the last few
years, I have definitely been, had the opportunity to be in
that role of caregiver. And I think anybody who is maybe
lucky enough to have our parents live long enough, we are
going to be in that caregiving role. It's not something
that many of us ever really not do. So in a way, I see it
as a developmental stage of our lives that we're in this

role of caring for others.

DR. CAROL FARRAN: This is Carol from Rush University. My mother
had Alzheimer’s disease, but we were at a distance. And
the role that we took on is that we supported my father
more. We found that if we could arrange for him to, again,
fly to Chicago and get away from things, that was a very

helpful kind of thing that we provided for him.

ALICIA BLATER: This is Alicia Blater from North Carolina. My
experience with caregiving personally, fortunately for us,

was kind of short. My mother had a transplant about five
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years ago and was very ill in and around the transplant,
and I just assisted for a temporary period of time,
assisting my family and particularly my dad in helping her.
She had a transplant. It was successful and she's doing

wonderfully.

MS. ERIN LONG: Thank you all so very much for giving us that
insight into your personal experiences. I, too, have been
in a part-time caregiver role. So, like Darby said, I think
we’re all honored to be able to do that for our family

members and the people we care for.

So, the next question we have is how do I find out the
eight states that were awarded the Lifespan Respite grants?
It came during Alicia's presentation and while you were
presenting, I looked it up. The answer to the 2012 Lifespan
grants question is Alabama, Arizona, Iowa, Nevada, North

Carolina, Rhode Island, South Carolina, and Texas.

The next question that came during Alicia's presentation is
what is the current percentage of Americans over 65 years
of age who have some form of dementia, and what is it

expected to be in 20257
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ALICIA BLATER: Okay, this is Alicia. And I’11 go back to your
eight-states question about the 2012 grants. The Lifespan
Respite Care Program awards grants to states annually on a
grant cycle, depending on what grants they’ve received
previously. So far, I believe it’s 33 states have received
some form of a Lifespan respite care grant to date. We'’re
all kind of in a different process of which grants we apply
for, which ones we've had in the past. And so while there
were eight awarded in 2012, there are many more states who

have received Lifespan Respite Care grants, luckily.

So hopefully that kind of helps clarify that in general, if
there was an interest in knowing more states and kind of

where your state is at in that process.

And as far as the statistics question, I don't have that
one right in front of me. We might have someone here on
these expert panelists who may have that more readily than

I do.

DR. CAROL FARRAN: This is Carol from Rush. I don't have that

information, but I think probably the best place to find
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that would be in the Alzheimer's Association facts and
figures [report]. I don't know that we've projected as far
forward as the person asking the question was asking, but I

think that would be the place that I would go look.

DR. DARBY MORHARDT: Yes, and Carol - this is Darby - and I did
just pull up the Alzheimer’s Disease facts and figures. And
we have some 5.3 million Americans with Alzheimer's now,
and by 2025 the number is expected to reach 7.1 million, a

40 percent increase.

MS. ERIN LONG: Thank you very much. I just wanted to add one
thing onto Alicia's answer on the Lifespan Respite as well.
All of the states that have received awards can be found on
the ACL program's web page. If you go there and search
Lifespan Respite, you should come up with the page that has

the profiles of each Lifespan Respite grant program.

So, the next quest is to Alicia. Can we get the pre- and

post-surveys?

ALICIA BLATER: Yes. I am thinking -- and this is one thing that

Jill Kagan and I will check on -- as we develop these tools
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and very many others -- we have tools for our voucher
programs and a lot of different things that states who
receive the Lifespan Respite grants, we give our materials
to ARCH Respite Resource Center. And there is a state
sharing page that people can access and actually pull up

tools for North Carolina as well as others.

I will check with Jill. I can't remember off the top of my
head if our pre- and post-surveys for this particular
evaluation are posted there. If not, we will get them over
there and put them there. I know there was a question also
about the actual Maximizing Respite Time planning tool.
That also should be on the ARCH site. What I think I
probably will do is the one that’s there is a PDF with
North Carolina logos on the top of it. You may or may not
want to have it that way. And so we can work on adapting

that and taking that particular logo off for our state.

There is an attribution on the bottom to Dr. Lund and his
colleagues and the work where the actual original research
came from. And that's one thing you would want to make sure

to leave on that form. But certainly Jill and I will
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connect with that and make sure that it gets onto that

site.

JILL KAGAN: This is Jill, and they are all posted on the

ARCH website.

ALICIA BLATER: Okay. Thank you. I figured they probably were.

JILL KAGAN: We have the most recent information about the
Lifespan Respite grantees in all of the states on our

website as well.

ERIN LONG: Wonderful. And you can find the link to Jill's
resource center on Jill’s final slide with her contact

information.

So, the next question, I know, Alicia, you answered it
while we were online. But just in case there's folks on the
phone that weren't able to access the WebEx, the next
question was, are you willing to share the caregiver
respite goal-setting tool? And if you want to give your
answer that you gave on the chat board, you can or I can do

it.
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MS. ALICIA BLATER: Sure, happy to do that. That form, as Jill
mentioned, 1is also included in the materials on the ARCH
Resource Center website under state tools. And I think the
tool that's on there now probably has our logo, the
Division of Aging and Adult Services, as well as the North
Carolina Lifespan Respite Project. I'm assuming that it
might be something that people would want to identify with
their own logo. We’ll talk about that here and see if we
can change that PDF and have one available that could be
used by others as long as that original research citation

remains on there.

But, of course, we’re absolutely happy to share it. We
routinely present on it here and try to talk about it with

providers and anyone who would like to use it.

MS. ERIN LONG: Great. Another question on the caregiver respite

tool: Is it available in other languages, perhaps Spanish?

MS. ALICIA BLATER: We have not translated that. That is
something we can look into doing or maybe there’s, yeah, I

guess I would just say that we have not yet done that.
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MS. JILL KAGAN: I believe the original tool that Alicia adapted

had some of the questions from Dale Lund.

ALICIA BLATER: Correct.

MS. JILL KAGAN: He did develop a Spanish version and that is

also up on the ARCH website, on the consumer information

page.

ALICIA BLATER: Great. Thank you. It’s probably part of his full

brochure, correct?

MS. JILL KAGAN: Yes. They have since updated the brochure and
they may have changed some of the survey questions. And the
Spanish version may not have been updated. So the Spanish

version may be an older version, but it is there.

MS. ERIN LONG: Wonderful. Next question is, again, to you
Alicia. And you answered it online, but we’re going to do
the same thing just for those who don’t have the online
[presentation]. Do all respite vouchers get cashed in? If

not, do you have a sense of what percent remain unused?
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ALICIA BLATER: Respite vouchers do not all get used. One of the
things that we see, and Jill and others pointed to it, one
of the barriers to using respite is people are hesitant to
use it in the first place. And so even when they are talked
to about it or have an opportunity to use it, they are

hesitant to do so.

So with us, most of our vouchers are awarded to people who
are seeking the service in the first place. But we do have
about 10-15 percent of them who actually hold onto it. They
hold onto it for some serious event they’re anticipating,
maybe an emergency, and they want to make sure they have
that. In doing so and holding onto it, they end up not

using it.

So one of the things we try to encourage families [to do]
is go ahead and use some of your respite for a trial run in
case there ever was an emergency. And so that sometimes
will have people be willing to try it initially Jjust as a
test, just in case they ever did feel like they needed to

use it. And so that's one of the things that we have done
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and found some good results to encourage people to use

respite initially.

The other thing, the vouchers that are awarded, typically
let’s say out of a $500 voucher, we may average between
$350 and $400 that is used of that voucher. Some families
will use the entire one, but about 25-30 percent of our
respite voucher recipients end up not using the entire
amount, particularly if they are caregiver-directed
vouchers, meaning they’re given the money to use for
whatever they choose. The kind of respite and being able to
hire their own worker, those tend to have a lower use rate
than maybe when they are awarded a voucher through a
program or service that sets it up directly with the

provider and schedules the hours in advance.

MS. ERIN LONG: Great. Thank you very much. Jill, you may have
the answer to this next question. Do you know if there are

respite vouchers available in Illinois?

MS. JILL KAGAN: I do know that Illinois does not currently have
a Lifespan Respite grant, but when they did, they set up an

emergency respite program that the Illinois Respite
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Coalition is still responsible for. I believe they're still
administering those funds. What might be available under
Medicaid home- and community-based waivers or the Family
Caregiver Support Program, I'm not sure of, but we can

certainly find out for you.

MS. ERIN LONG: Thank you. Is there a caregiver assessment that

does a nice job of identifying the various areas of stress?

DR. CAROL FARRAN: This is Carol. I guess what I have tended to
use, because it represents different types of stress, but
I've used a combination of a burden measure and then
depressive — the CES-D, depressive symptoms measure. And
then also the PANAS, the Positive Affect, so it’s a
positive affect. So [I'm] trying to get a spectrum of that,

and that's had interesting findings with different studies.

MS. ERIN LONG: Thank you.

DR. DARBY MORHARDT: This i1s Darby. I just want to add to that.
What Carol is mentioning is wonderful for studies and
perhaps to be used clinically as well. I just wanted to

mention that in my clinical experience, I have not used
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caregiver assessment scales very often. I have tended to
really focus on doing a very in-depth psychosocial
assessment in working with the patient and the family, to
try to really look at the issues around how that family is

organizing around the care of the person with the illness.

MS. ERIN LONG: Thank you so much, Darby. I have time for one
last question, and that is, is there a website available

for the CSBI-M approach?

DR. CAROL FARRAN: This is Carol, and, unfortunately, there's
not. We’ve just had to really scramble to get this work
done in 12 months and so we haven't been able to do any
bells and whistles. I think my contact information is with

my slide and someone could get that and email me.
MS. ERIN LONG: Okay. So the best way to find out more
information about it would be to just email you directly at

this point?

DR. CAROL FARRAN: I think so, yes.
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MS. ERIN LONG: Great. Well, thank you again, everyone, for your
presentations and for the great questions that the
attendees had. We appreciate you taking the time to join us
and learn about the issues that we've discussed. I want to
remind you that there’s information in the slide deck about
CEU credits, that it's quite specific. I'm not going to go
through it all. We certainly can assist you if you have any
questions about that. My contact information is in the

final slide. It's erin.long@ACL.HHS.gov. If you have any

questions in relation to this presentation, this webinar, I
would be happy to get you the answers that you need. And
with that, it's 3:30. Unless anybody else has anything that
they'd like to close up with, thank you so much, all of
you, for your presentations and attendance.

JENNIFER WATSON: Thank you, Erin. It’s been a great webinar
today. This is Jennifer. Thank you all for participating,
and we'll look forward to the 2016 webinar series coming to

you sometime next year. Thanks, all. Have a good day.

(END OF TRANSCRIPT)
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	 Due to the demands on their time, caregivers maybe less likely to engage in preventive health behaviors and thus neglect their own health. More than one-third of caregivers continued to provide intense care to others while suffering from poor health themselves.   
	 
	 Studies have shown that an influential factor in caregivers’ decision to place a family member in a long-term care facility is their own health. We also have today, with our increased medical advances and shorter hospital stays, increased care responsibilities placed on families 
	who are being asked to shoulder a lot more care for longer periods of time.   
	 
	 And then, in terms of psychological health or the quality of life of the caregiver, it too has been shown to be negatively affected. Studies consistently report higher levels of depressive symptoms and mental health problems among caregivers. And estimates show that 40 percent of dementia caregivers suffer from depression and emotional stress. And over 60 percent have high to very high emotional stress.   
	 
	 Both caregiver depression and perceived burden increase as the care receiver's functional status declines. And depression and anxiety disorders found in caregivers persist and can even worsen after the placement of a patient in a nursing home. And depressed caregivers are more likely to have coexisting anxiety disorder, substance abuse or dependence, and chronic illness.   
	 
	 Next slide, please. So, as stated, increasing and unpredictable behavior and physical challenges make for very stressful caregiving. But in addition to that physical 
	and emotional and financial impact of caring for someone, there are associated challenges of interacting with family members and friends with whom caregivers have expectations on how helpful they can or should be. And these expectations can often lead to disagreements, conflicts, and old wounds can open up.   
	 
	 The caregiver is also adjusting to changing roles, managing finances, and doing the cooking and shopping when they never did that before, or being alone in making major decisions when they used to share those decisions as a couple. Or in some situations, caregivers may have had a challenging relationship with the person who now requires their care, which can create a lot of ambivalence and stress. And it's important to understand the historical context of these relationships. Living with ambiguity or losin
	 
	 Next slide, please. So I have spent a lot of time talking about these negative aspects of caregiving and, of course, that's what tends to get the most attention. However, there are some studies that do indicate that caregivers 
	experience positive side effects. It's unclear why some caregivers for persons with dementia manage their burdensome circumstances fairly well, while others do not.  But there is research to indicate that many caregivers may feel pride, a sense of purpose, or other benefits from their caregiving activities, like enjoying togetherness or sharing activities. Some may talk about spiritual and personal growth and increased faith or feelings of accomplishment and mastery.   
	 
	 Next slide, please.  So what helps?  And that's what we're here today to talk about. Dr. Gitlin just recently published – Gitlin and others – just published an article in “The Gerontologist” on the state of the science. We have over 30 years of over 200 intervention studies in caregiving. And these include seven meta-analyses, 17 systematic reviews, and there's a lot of evidence that exists for translating the research into practice.  
	 
	 These treatment modalities are professional support programs, psychoeducational programs, groups, behavior management and skills training, counseling and psychotherapy, self-care, relaxation techniques, [and] ways 
	of changing and redesigning the environment to maximize quality of life and independence for the person. And then there are also multicomponent treatment modalities.   
	 
	 Next slide, please. Among the evidence-based interventions, positive change was common in the areas of caregiver depression, stress, burden, coping ability, and caregiver knowledge and competence. There’s also been a lot of evidence, strong evidence, that these interventions have resulted in better behavioral symptom management. And some interventions have also shown a reduction in institutionalization and patient-related symptoms.  
	 
	 Over 30 years of this research on caregiving have produced an extensive and complex body of knowledge. But nevertheless, there are limitations that have been identified, particularly the lack of diversity and therefore generalizability of the data that we have accumulated. Significant demographic subgroups are under-represented, such as men, minority populations, rural, [and]long-distance caregivers.  
	 
	 We also have had a tendency to study caregiving individuals rather than caregiving families. Although some studies have examined caregiving dyads, more research on the effects of multiple family members are needed. And we're also in need of understanding the caregiving for different types of dementia. Much of the research has been conducted on caregivers for general dementia or Alzheimer's disease.  And we know very little regarding the differences in caring for someone with different clinical symptoms, su
	 
	     Next slide, please. So the interventions I’ve mentioned, and some types which will be discussed in more detail today, will neither prevent nor cure Alzheimer's. However, they do have the potential to help change the experience of people with the condition and their family caregivers to live as well as possible.   
	 
	 No two people with dementia, no two families are alike in their need for care and support. And there are concrete 
	actions that can be taken to build quality into the process of care and support for people with dementia and their caregivers across the journey of care, from the time of diagnosis to the death of the person with dementia and beyond.   
	 
	 And the key guiding principle is that living well with dementia is perhaps an attainable goal and that maintaining or enhancing quality of life is really the ultimate objective. Thank you.   
	 
	MS. ERIN LONG:  Thank you so much, Dr. Morhardt. We are getting great feedback on your presentation, and we will be accepting questions later in the webinar. Next, we will turn to Alicia Blater, who will talk about maximizing respite time and reducing caregiver burden. Alicia. 
	 
	MS. ALICIA BLATER: All right. Thank you so much. I'm happy to be with you today. As Erin mentioned earlier, I am with the state unit on aging, and so we receive and oversee federal and state funds to provide services at the local level. If you want to go ahead and go to the next slide.  Thank you. 
	 
	 I am often talking to families, working with them directly, working with the providers or the service network that's providing those services. And the project I will talk about today relates to respite care, which is care that provides an unpaid family caregiver a break in their caregiving duties. It's an important service for caregivers of people with Alzheimer's disease and related dementia.  And I think we just heard a wonderful presentation from Darby about the reasons why respite and other supports ar
	 
	 Next slide. So, specifically what I'm talking about is what we did with the grant that we received from the Lifetime Respite Care Program, which the funds come through the U.S. Administration for Community Living. Many of your states also have received this funding over the last several years since the program began in 2009. And North Carolina was one of eight states awarded an expansion supplement grant in 2012.   
	 
	 What that expansion supplement asked us to do was provide direct respite care. Actually, we had spent a couple of years previous doing research in North Carolina about where 
	were our gaps. What people were not receiving respite?  We saw a lot of gaps with brain injuries. We saw a lot of gaps with folks who did not qualify for Medicaid or our specific programs, or maybe they were on waiting lists [or] people who had acquired disabilities that came later in their life and they hadn’t been part of a service network.  
	 
	 So those were some of the gaps that we've seen. So we created a mini-grant program where we asked providers across the state to apply to provide respite to those gap populations. And so we had nine local respite caregiver service providers that received those grants.  And you'll notice it’s not a lot of money, $135,000 approximately. But I’ll tell you what we did with it.   
	 
	 You want to go to the next slide? So, you’ll see this is a variety of providers that we have involved. A few of the providers serve families with children with special needs or adults with intellectual or developmental disabilities.  The majority of caregivers served were caring for an older adult, with a large number of them caring for a person with Alzheimer’s disease or related dementia. So like I said, this was a respite project. It wasn't specific only to 
	Alzheimer's or dementia, but we did have a lot of people involved that were persons caring for someone with those diseases.   
	 
	 Next slide please. So, in addition to just providing the respite, we wanted to be able to go further and do something more. So we added a respite planning exercise for all of those people who were receiving respite from this mini-grant funding. One of the requirements of those who received respite from these providers was that they had not received respite previously from that provider. And most of them had not ever even heard of respite or used it previously before that.  
	 
	 Next slide. So, the basis of what we did stems from earlier research done by Dale Lund and colleagues at California State University at San Bernardino and the University of Utah. And I apologize for not putting the actual citation on here. It is based on an article entitled “Time for Living and Caring-Making Respite Services Work for You” and a brochure entitled “Getting the Most Out of Respite.” 
	 
	 Dr. Lund and his colleagues have done a lot of work subsequently on this very topic and looking at should respite automatically translate to lower burden. After 35 years of research on the effectiveness of respite, results show only moderately positive, inconsistent, and mixed results about benefits to caregiver well-being.  
	 
	 Our experience with real families points to it being a very valuable and vital service. But one of the things that the study showed us was that 46 percent of caregivers reported being only somewhat or not satisfied with how they spent their time. We have that a lot in real life and also in what I read. Families tell me I need respite. That's the most important service that we need. When you ask them about the respite, they love it. They’re very happy with it. They’re happy with the provider. They feel like
	 
	 But then when you drill down and you talk about, well, how are you feeling as the caregiver, that's where a lot of research is still to be done and, certainly, ones that point to they’re not necessarily satisfied with how they spent their time. And there can be a direct correlation 
	with how they spent their time while they had respite and how they feel in their caregiving role.   
	 
	 Next slide please. So, why do we care what caregivers do with their respite time? Next to payment for family caregiver duty, which is not provided in our state, respite is the most requested service in North Carolina for caregivers of older adults and persons with dementia. It is also the service that we as a state fund the most of with our family caregiver support program money. And it’s obviously the most direct expenditure we spend with our Lifespan Respite Care money.  
	 
	 So, a lot of money in North Carolina, as well as in your states, is going to fund respite. And so we want to make sure that we're doing the best we can with it, but we don’t have a lot of money. So the average respite voucher service in our state is only between $500 and $2,000 per year. And that's per household. So, if they have multiple people they’re caring for, they’re still only getting usually within that range of respite. I’m talking about the non-Medicaid services. So, these are not folks who have 
	Medicaid service. They are ones who receive funds from the Older Americans Act and other grant-funded programs.   
	 
	 The mini-grant recipients, they too only averaged about $500 per family. And so ultimately, of course, we're going to look at how do we enhance the value of what we provide?  For us, it wasn’t about doing more with less. It was about doing better with what we already have.   
	 
	 Next slide. So, as I mentioned, in Dr. Lund and his colleagues’ work, they had developed a respite planning tool. And we wanted to give that a chance to see how would that work with real folks that were receiving respite from these services. So, knowing that respite is the most requested service, but the outcomes were inconsistent, we thought we’d put that idea of planning respite time and setting goals to the test. And I’ll show you the actual planning sheet in just a minute.  
	 
	 Many grant recipients were asked to give the caregivers the setting goals [worksheet] to maximize your respite time, an actual worksheet at the intake or registration process. If they weren’t able to give it to them in person, they were 
	instructed to call them and talk to them about it and then put it in the mail or scan it and send it by email so that they had this tool. So, it not only was the tool, it was something that we called a consultation, which was talking about caregivers about the fact that respite was time for them. It was meant to be used for something that they had wanted to do, that it could be restorative to them, and they were instructed to think about in advance what they would be doing with their time.   
	 
	 Next slide please. So, here is the majority of the actual tool. And this, like I said, comes from Dr. Lund and his work. And with his permission, we have adapted it slightly and used it here in North Carolina. So, caregivers were instructed literally to think about things they always had enjoyed doing.   
	 
	 As Darby mentioned, when you become a caregiver, your life changes. And it might be a very slow change or it might be a very rapid change, depending upon the situation that led you into that role. But oftentimes, people, caregivers, start to lose a lot of the connection that they had before with people, with activities. And so this tool reminds 
	people to think about what they did before they became a caregiver. Maybe something that has spiritual meaning to them may improve their satisfaction with caregiving.  Reduced stress they might feel from an increase in your respite time.   
	 
	 One of the things we talk to families about is if you used your respite time to hold a family meeting and to pull in all of your relatives that are nearby or not and talk about what your needs are as a caregiver, what the needs are of the care recipient, including the care recipient where possible, and talking about what things could other family members do. That, in turn, could really increase your time because people know about the help that you need and maybe will then participate in offering more suppo
	 
	 And so, we also, you know, another of the factors was including that to use your respite time more regularly.  How could they plan goals or plan situations that they could have that time more often?   
	 
	 So caregivers were given this tool and told it could be used to plan what they wanted to do. It was not required to 
	receive the respite service. It was not turned into the provider. And it wasn’t routinely asked about later, meaning the provider didn’t call them a month into it or after the respite specifically and say, you know, what did you put on your planning sheet? And were you able to accomplish those goals?   
	 
	 So it was not, the process was more in using this tool to educate the caregiver [and] also to talk to the provider about what respite was and how it could be used and to have that opportunity to have this discussion.   
	 
	 Next slide, please. So, we collected data on this. We did pairs of pre- and post-service surveys. So, anyone who received a respite voucher was given a pre-respite form.  This included a demographic questionnaire and a 16-item caregiver burden assessment. So, they received that first and completed that. The provider held onto that. They received their respite and then after they received their respite, they were given the caregiver burden assessment again, a four-item satisfaction questionnaire regarding t
	 
	 So these were coded in pairs, given to the providers to collect, and returned to the Division of Aging and Adult Services. They were mailed a packet of these coded pair surveys, instructed on how to have caregivers complete them. So there were instructions included. Then service providers mailed those surveys back. Seventy-nine of the 235 caregivers who received respite completed both the pre- and the post-questionnaires.   
	 
	 Next slide, please. So, you’ll notice a couple of things here. One is the caregiver-care recipient dyad. So we had 39 [adult] children caring for parents, 19 parents caring for a child, 15 spouses caring for a spouse, and so on.   
	 
	 I will talk about the specific results in a minute, but this slide also shows you, obviously, the variety of the types of caregivers that we had as part of that and what their pre-respite mean and post-respite mean were.   
	 
	 Next slide, please. So, this is the change in the caregiver burden as a function of that respite consultation, that sitting down and talking with them about that respite. You know, you'll notice on the table that the consultation with 
	providers, that pre-respite mean was a 7.61. There was a reduction of about 35 percent down to 4.54, and we'll talk a little bit more about what that means in a minute.  
	 
	 Those who had no consultation with the provider, they too had a slight reduction from pre-respite to post-respite, but it was very little change. And I think one of the things to point out, you'll notice that the pre-respite burden for those with no consultation with the provider was noticeably lower than those who had a consultation with the provider. We are not sure exactly why that phenomenon happened. Anecdotally, and as we talked to some providers, we think it has something to do with the respite prov
	 
	 What was exciting and fascinating to us, though, was the change from pre-respite to post-respite for those who had a consultation about respite time planning.   
	 
	 Next slide, please. So, we conducted repeated measures ANOVA to examine whether or not the provider discussing 
	respite planning with the caregiver had an effect on the caregiver burden scores. And, of course, we found that it did, and we were actually surprised that we found that it had such an effect.  We noticed that the average caregiver burden score significantly declined from pre- to post-respite only for those caregivers that talked to their provider about respite planning. There was a slight decline in burden scores for those caregivers that did not receive consultation, but this decline was not statistically
	 
	 Next slide, please. So, obviously, the timing and approach seem to be key elements. Not everyone relates to or is willing to voluntarily write down goals. We did have some participants who said they were too overwhelmed to spend time doing this. The results would point to the consultation about respite and how it is a benefit for the caregiver can also assist in reducing burdens. What I mean by that is it might be that the actual discussion itself is enough to cause somewhat of a change, even if they don't
	who just keep them in our head. The idea of focusing on something can be important.   
	 
	 So, I wanted to point out that certainly this doesn’t work for everyone and there is some feedback that we received that some people just felt too overwhelmed to take on another process like that. But for some, the process was life-changing.   
	 
	 I think we assume that caregivers know automatically to do this, but in my experience, caregivers are often told by a professional that they need respite. So, they're going to call me or they're going to call a provider and they’re looking for that service. And when they receive that service, they’re often sent to a home care agency or a respite provider.   
	 
	 Because of the ruralness of our state or how we have staffing available, things that happened to all of us in all of our states, oftentimes a provider will say, well, we have Tuesday. We have a worker available that can come to your area.  They can be there Tuesday from 2:00 to 4:00, for example, and that type of scheduling removes the 
	caregiver from being the true client sometimes and doesn't set up the best beginning for successful respite use.  
	 
	 So, being able to have discussions with providers and with families talking about what respite is and how planning for it and scheduling it and using it can be really worthwhile, that in and of itself we found to be very beneficial in our state.   
	 
	 For some, the process was life-changing, but as I mentioned, certainly we're not saying that this was a perfect process completely. Given that there was not a comparison group in the study, we can't say that the significant decrease was a direct result of the intervention. But we certainly feel confident in hypothesizing that the respite service, along with the consultation, had a positive effect on the caregiver. Anecdotally, we heard many, many, many stories about that.  
	 
	 Next slide, please. So, we’re using the tools. We’re not requiring them in our state, but we do have it as part of our respite voucher application process from our respite care coalition. The original nine grantee providers 
	continue to use that. We distribute it through our Family Caregiver Support Program with Area Agencies on Aging, and we present it often as we have opportunity to travel around. So we use that tool, as I mentioned, to start a discussion with providers and families. It's about changing and hopefully enhancing a service we know is good, but we think can be even better.  
	 
	 Last slide, please. So, this is just one example of many, and we often have notes written. This was one that one of our Area Agency on Aging folks told me about. There was a gentleman who was taking care of his parents, and they needed enough care that he actually moved out of the home that he and his wife shared and went to live with his mom and dad who were across town. They lived in the same town, but he actually was several miles away from his regular home. He was awarded a $500 respite voucher--certai
	 
	 He had been someone who had fished often and had kind of even forgotten that he was a fisherman through this experience. So, he planned a weekend fishing trip with his 
	wife and had called back to tell the AAA provider that it changed his life and it made him a new man. And just really, the woman at the AAA that I talked to said literally he became a new person, having that freedom to go and do something that he had almost forgotten was such a love of his.   
	 
	 So he continued to use respite when he needed it. His parents passed away, and he and his wife moved out of that town but are now living together again and moving on with their life.  
	 
	 So, at the end of the day, stories like this are why we do what we do. It’s wonderful when the data explain some of the how and why. We're fortunate to have positive experiences with both the data and the practice. I hope it has been interesting and helpful to you. Many of North Carolina’s tools and materials are available for your review on the ARCH National Respite Network website. Thank you so much. We can turn the time over to Carol.   
	 
	DR. CAROL FARRAN:  Hi, this is Carol Farran, and I’m from Rush University College of Nursing. Erin, do you want me to go 
	ahead and proceed? I’m going to. I know we're a little pushed for time.   
	 
	 I’m going to be talking this afternoon about developing and testing a web-based caregiver skill-building intervention for dementia family caregivers. And we can go to the next slide, please.   
	 
	 I have three aims that I would like to talk about this afternoon. The first is to describe an evidence-based caregiver skill-building group intervention and then discuss the process of adapting that group intervention to a caregiver skill-building mobile intervention. Then the third aim is to present some of the mobile intervention pilot-study challenges and preliminary outcomes.   
	 
	 Go ahead to the next slide. Our original group intervention used a randomized controlled trial of a caregiver skill-building intervention versus an information and support only [intervention]. We had 295 caregivers in that study, and we used a multimethod treatment protocol, which has been very common in a lot of the caregiver studies. We had a 12-month intervention. We had eight weeks of small-group 
	intervention, then we followed that with about seven telephone calls. And we had two group boosters during the 12 months. And then caregivers also could call in, and we would provide PRN or as-needed telephone contacts.  
	 
	 Our focus in that intervention was to really focus more on skill building and not just facts. So, we focused on assessing behavioral symptoms and identifying potential causes of behaviors. We also focused on recognizing the care recipients’ abilities, rather than so much focus on inabilities and then using creative approaches to intervene.  
	 
	 Again, we were guided very much with that intervention by person-centered care. I know that we've developed that knowledge even more.   
	 
	 Next slide. Our primary outcome from this group intervention included decreased caregiver depressive symptoms and significantly decreased emotional distress with agitated behaviors.  
	 
	 Next slide. The second aim of my presentation is to talk a bit about how we adapted that group intervention to a mobile-based intervention. And we have to make another assumption. I don't know that they’re assumptions, but there were issues that we were confronted with. Early on, we had to say it will be different. It won't be the same. It can't be the same. So, what we did was to identify some of the core content and components of that original group intervention that we wanted to retain.  
	 
	 The first was to focus on skills and not just didactic information. Then we also realized that there was information [support] only content that we felt like, you know, we have to include that, too, although, we don't want that to be the primary focus of the intervention. But we integrated that into the mobile skill-building intervention.   
	 
	 Then we looked at again the past 10 years, and we've had, really, many changes in technology. More caregivers are using technology, and they're probably less averse to technology than we thought they used to be. The one assumption we made was that our intended users of the 
	technology would be early- to middle-stage caregivers of persons with dementia. They would be multicultural, and they would be spouse and non-spouse caregivers, very similar to what has been outlined in earlier presentations today.  
	 
	 Next slide. The process of adapting the group intervention to the mobile intervention, again, we had to make some assumptions and face some realities. One of the questions was, what will we miss? And we had to face the reality that in the group intervention, we had something like about seventeen and a half hours of contact time, whereas with the mobile-based intervention, we probably would have a maximum of six hours.  
	 
	 We also realized that we had a group leader-managed process. And I think for those of us who have lead groups of any kind or certainly caregiver support groups, we realize or we think that we have a lot of control in sort of managing that process and making sure people take turns speaking, et cetera.   
	 
	 Then we also had numerous group member contacts and a more extensive process. But on the other hand, we asked what might caregivers gain from a mobile-based intervention?  And we thought perhaps they would gain more time and greater flexibility. We wanted to provide an interactive learning process for them, and we also wanted to increase their access to other web-based caregiver resources.  
	 
	 Next slide. So, our content and delivery, our content specifically, may not look that much different than our group intervention, but it was certainly presented differently. Our topics included understanding Alzheimer's Ddsease and related dementias. We included person-centered care, behavioral symptoms of dementia, personal activities of daily living, caring for the caregiver, and finding and using services. And I generally think of that content as being Caregiver 101.   
	 
	 Our delivery method then was six weekly web-based modules.  And initially, we sent them one at a time and waited for them to say, yes, I've done that and then would send the next module. Over time, we realized that it was better to do send them all six modules at once. Then they had more 
	autonomy in deciding how quickly they wanted to move through those modules.   
	 
	 Next slide. In developing the intervention, we had, I thought, a fairly extensive curriculum map where we identified the objectives for each module. And again, if you can sort of visualize this as a large Venn diagram, really, where we kind of had the six modules going across the top and then had each of these characteristics. So, we could say, well, we don't have time to repeat content, so we have to be very specific about our objectives for each module, identify what our expected behavioral changes are. 
	 
	 We tried to identify our anticipated skill development. What did we really want to focus on during that module? Then we also included self-assessment questions that would ask questions related to the content or that was applied to the caregiving situation. And they would answer the questions and get feedback as to whether they had a correct answer or they should try again and rethink that answer somewhat.   
	 
	 Then we also had case examples that varied by gender role, spouse or non-spouse, multicultural groups, and care recipient activity level and outcomes. Again, I was very adamant about having multicultural groups, and I tried to say to the developers and designers, I said, you know, we currently have almost 40 percent of caregivers in our interventions that are African-Americans, and we have something like under 10 percent who are Asian or other groups. I said, I want that to be reflected in each module so t
	 
	 Then what we found over time is that there was no way that we could include all the content that we had initially visualized. So we again became more acquainted with developing attachments and then having those attached to the module. The caregivers could then print that information out.   
	 
	 Next slide. Then, again adapting the delivery process, I said earlier that we really couldn't get all the content in. We just couldn’t, so we had to adapt our approaches by 
	using case studies.I found that often by taking a case study, presenting that information and then asking caregivers questions about that, that was a very helpful way of presenting a lot of content in less time.   
	 
	 Then as I mentioned earlier, we also used attachments that helped provide caregivers access to web-based resources and also information that we didn't have the time to include in the content.   
	 
	 In terms of dealing with the group-leader absence, and maybe that was our need more than it was caregiver needs, but we used interactive assessments. So we asked the caregiver questions. They answered them. We provided feedback concerning their answers.   
	 
	 And then we also referred them to the Alzheimer's Association written materials, the e-helpline, 24/7 helpline, and NIA, NIH, FDA, and AARP materials. Again, we were hoping to expose them to different websites so they would say, oh, I got this document there and perhaps that's a place I can go for other assistance.   
	 
	 Next slide, please. Then we conducted a pilot study and, again, had to realize the number of challenges, outcomes, and then when to look at next steps. One of the things we realized very early was that technology was rapidly changing. Our original technology that we had developed with a small business became obsolete during the time that we were developing the intervention, so we basically needed to work with a different business company and have them basically help us to come up with a different technolog
	 
	 Next slide, please. We had a tight timeline. We had 12 months to redo this part of the project. We realized that this wasn't a big problem, but the technology doesn't always work. Some caregivers had difficulty with connectivity, and sometimes it was their browser or they might have been located in a rural area where they didn't have good connectivity.  
	 
	 We also realized, and I certainly realized this, that connectivity depends on my own skill or caregivers’ 
	technological skills, available hardware, software, and our own individual computer savvy. Then another thing that we've been working on now is really trying to anticipate what the project will need long term in terms of technical aspects, marketing and recruitment, and long-term maintenance.   
	 
	 Next slide. In our research phase, then, we wanted to conduct a research study, again, similar to what we had done with the group intervention, but at the same time we were looking at collecting data at baseline [and at] six and 12 weeks. So, we knew that we had to trim that down. We included sociodemographic variables. We also looked at outcomes that included caregiver skills, mental health outcomes, [caregiver] burden, depressive symptoms, and positive aspects that different people have mentioned this af
	 
	 We also did fairly extensive program evaluation since this was our first attempt. We wanted to know if caregivers liked the content. Did they like the learning approach? How did they do with the audiovisual quality? Was the content 
	relevant? What was most and least helpful and [did they have] suggestions for improvement?   
	 
	 Next slide, please. Some of the strengths of the mobile-based program were that it incorporated valuable features into a single product. Again, we tried to teach fundamental skills rather than facts. We tried to be interactive to help caregivers apply content, receive feedback, and also access other websites.  
	 
	 We also wanted to focus on covering essential content. The method was also convenient in that it was available to them 24 hours a day, seven days a week, from any location with Internet access. And they could do that as frequently as needed without a professional facilitator.   
	 
	 We also have found that it was flexible for their use, for individual use, and I have also used it with a caregiver support group and found that it worked quite well to work with them in that way.   
	 
	 Next slide. Our quantitative outcomes then. The intervention was successful in improving caregiver skill 
	building at both six and 12 weeks. There was no significant change in burden, and depressive symptoms and positive affect were significantly changed at six weeks, but not at 12 weeks.   
	 
	 Next slide. We asked a number of qualitative questions about what was most helpful. Caregivers talked about learning about themselves, learning about resources, developing the specific or learning about specific approaches to care, and learning about their care recipients and their needs, almost equally divided across these four topics.  
	 
	 Next slide. And then they made recommendations for the future. Again, the largest area that they made comments about was they identified additional content and approaches that we needed to include in the future. One of those was to do something more on young-onset Alzheimer’s disease.   
	 
	 Now, it’s interesting to me. We asked for recommendations with this question, and they gave those. But at the same time, they affirmed the program in almost the same percentage points that they made suggestions for 
	improvement. Again, that just made me feel that that reflects the sensitivity of caregivers. They don't just want to say do this or make these changes.   
	 
	 We had just a little over 10 percent that had reported computer technical issues, and 3 percent of the caregivers wanted us to arrange for personal contact, which was less than we had expected.   
	 
	 Next slide. I think that’s maybe it.   
	 
	MS. ERIN LONG:  Thank you very much, Carol.  It was an interesting presentation. Please forgive me for not introducing you. I couldn't figure out how to get off the mute. So next we have Jill Kagan, and she's going to talk to us about building an evidence-based [tool] for respite and new research directions. Jill. 
	 
	MS. JILL KAGAN: Thank you very much, Erin. I'm hoping everyone can hear me. Thank you so much for this opportunity to talk to you today about the work of the ARCH Respite Network and Resource Center that we did. [The project was] to begin to expand evidence-based respite through the convening and 
	deliberations of an expert panel composed of researchers, funders, and other policy and program experts.   
	 
	 Next slide, please. We have already heard so much today about evidence-based efforts to improve the caregiving environments of family caregivers of individuals with dementia, and I have to say it has been a fabulous webinar. I've learned so much already myself today. We learned about training and other support efforts, some multicomponent interventions, and we also learned about how important it is to not only be concerned about the service of respite itself, but how the family caregiver is using their res
	 
	 And that was so beautifully illustrated by Alicia Blater with the North Carolina Lifespan Respite Project, implementing the work of researcher Dr. Dale Lund, who in fact served as a very vital member of our expert panel.   
	 
	 I’m going to talk specifically about respite today and the importance of more research for respite--because we really still don't know with any certainty about the role respite 
	plays alone or what role it might play in a multicomponent intervention.   
	 
	 What we do know is that respite is among the most frequently requested family caregiver support services.  There’s a great deal of satisfaction that family caregivers express about the respite they receive, but it's still largely unavailable or difficult to access.   
	 
	 For purposes of my discussion today, I'm ready to use the definition of respite that was adopted by our expert panel that I’ll talk a little bit more about in a few minutes. Now, the panel developed this definition not for programmatic purposes in terms of how states and communities are implementing respite, but really to help guide the development of recommendations around respite research.   
	 
	 And the definition they came up with is that respite is planned or emergency care that provides the family caregiver some time away from caregiver responsibilities and results in some measurable improvement in the 
	well-being of the caregiver, care recipient, and/or family system.   
	 
	 Next slide, please. Among caregivers of persons with dementia who are, as we heard today, the caregivers who frequently endure the highest burden of care, yet they're also the caregivers who underutilize or delay respite use more than other groups of caregivers.   
	 
	 The 2013 Johns Hopkins Maximizing Independence at Home Study that many of you might be familiar with, in which researchers surveyed persons with dementia who were living at home with their informal caregivers, found that nearly half of those caregivers had unmet needs for mental health care. And most of these, according to the researchers themselves, needed emotional support or respite care.   
	 
	 The most recent data from the National Alliance for Caregiving and the AARP Public Policy Institute’s 2015 caregiver survey that came out last summer found that 85 percent of caregivers caring for an adult had not used respite in a previous year. This is despite the fact that 
	46 percent of caregivers of someone with dementia in that survey reported that respite would be helpful.   
	 
	 Next slide, please. We've already talked a lot today about the barriers to accessing respite, and they have been well identified. Among these are costs, obviously. Many families don't qualify for public assistance. In fact, the largest source of federal funding for respite are the Medicaid home- and community-based waivers. These often have very restrictive eligibility criteria, as well as long waiting lists for services.   
	 
	 We also heard about respite being provided through programs like the National Family Caregiver Support Program that's administered through the Aging Network. But even when families have the resources to pay for respite, there's a reluctance to ask for help. There’s a lack of awareness about available services or information about how and where to get those services and an extremely short supply of respite providers, especially those who are trained to deal with challenging behaviors.  
	 
	 And then the type of respite that caregivers frequently asked for--respite in the evening, overnight, or extended care respite options--are in even shorter supply. [This is] the very respite that Alicia was talking about that would enable a family caregiver to maximize the use of their time.   
	 
	 For caregivers of persons with dementia, caregiver feelings of loss of control, sadness, guilt, and a sense of failure if respite care is needed have been very well documented.   
	 
	 Next slide, please. As we all know, government as well as private funders are giving priority for the limited funding that's available to programs that can unequivocally document that they work, that they benefit the intended recipients, and, above all, reduce costs in the long run. And while we do have some good research on the success of adult day programs for family caregivers or multicomponent interventions that we heard about earlier, we really don't have as much information about the different types 
	respite is still so hard to find and so hard to access for so many families.   
	 
	 As a result of this, in collaboration with the Administration for Community Living, ARCH convened an expert panel of prominent academics and researchers in the respite and caregiving field, some policy and program experts, and funders who represented a range of age groups, disabilities, and professional disciplines. And for those of you who are interested, a list of the expert panel members can be found at the link under the second bullet.   
	 
	 The overarching goals of the panel were to explore in depth the current status of respite research, propose strategies to overcome those barriers to research, and also to develop a plan to encourage rigorous research in several key areas that will translate into meaningful strategies and approaches to care. You can find more details on all of the panel’s goals again at that link under the second bullet. 
	 
	 Before the panel even began its deliberations, we conducted a literature review and prepared an annotated bibliography of studies that identified one or more caregiver, care 
	recipient, or family outcomes directly tied to receipt of some type or form of respite service. This annotated bibliography really was very helpful because it provided the foundation for the panel’s work by providing us an overview of the current status of respite research, helped identify where the gaps and research were, and helped identify all the methodological issues that to date may have led to the inconclusive or negative results about respite services.   
	 
	 Next slide, please. ARCH’s focus for caregiving and respite does involve care for individuals across the age and disability spectrum, so that was the approach of the expert panel of as well. From the review, however, and most relevant to our discussion today, we did find that much of the research on respite for adults was focused on individuals with dementia, including Alzheimer's.   
	 
	 As we all know, respite can take many forms: in-home services, out-of-home services, community-based, nonprofit respite, facility-based respite, volunteer or faith-based respite, respite that's provided by professional paid caregivers. There really isn't one single model of respite 
	service delivery. But most of the studies that I talked about that looked at the care recipients with dementia or Alzheimer’s looked pretty much solely at adult day services, specifically for the elderly, those with dementia.   
	 
	 In many of these studies also, the focus was on the care recipient rather than the benefits that might accrue to the family caregiver--that is, studies that looked at outcomes such as improving sleep patterns of individuals with dementia or in reducing disruptive behaviors.   
	 
	 We would expect that these outcomes would have beneficial effects for caregivers as well, of course. But caregivers were not always the focus of the study. And as we heard throughout today, there are various multicomponent family caregiver interventions that include respite [and] that have demonstrated positive effects for the caregiver as well as the care recipient. But, really, for only a very few of these studies do we have any information about the specific type of respite that was offered or provided,
	respite time? Or what was the specific role that respite may have had on the outcome as part of that multicomponent strategy?   
	 
	 Next slide, please. The research that has looked at respite, as I mentioned earlier, has found that services generally result in high caregiver satisfaction. Sometimes they’ll decrease depression, and in some cases, at least for the short term, feelings of caregiver stress and burden. 
	 
	 When we looked to see if there are longer-term results, especially in reduced stress and burden, a lot of the work has been done by Dr. Steve Zarit, who’s been researching this issue for many, many years. And he discovered early on that there is actually maybe a minimum dose of respite that's offered on a regular and planned basis that may have the greatest impact on long-term stress reduction for caregivers.   
	 
	 [In] some of the most recent work by Steve Zarit and others who have been attempting to associate stress reduction with improved health outcomes among caregivers of persons with 
	dementia, especially those using adult day services, he identified some biomarkers to confirm the results of stress reduction. And this is really the first time that we've had physiological markers of stress reduction, so it’s a whole new field of research that we're very excited about.   
	 
	 And finally, of course, research on whether respite results in avoiding or delaying out-of-home placement for the frail, aging, or those with dementia is quite mixed. What we frequently see is that because family caregivers wait so long to seek support, such as respite, until they’re in a crisis mode -- and that's again because of all of the barriers that I identified earlier – it really may be too late in the caregiving experience for respite to have a strong impact.   
	 
	 I think one thing that we have learned is that the earlier respite can be accessed in the caregiving experience, because respite is meant to be a preventive service, if it can be used before caregiving becomes overwhelming and before significant crises occur, we suspect that the more helpful and effective respite will be over the long term.   
	 
	 Next slide, please. The expert panel deliberated for about 18 months. They came up with that working definition that I referred to at the beginning of my presentation to help guide the development of those recommendations. They conceptualized a research framework and came up with recommendations in these six broad categories.   
	 
	 The first was to encourage research that addresses these foundational methodological concerns and shortcomings that we identified through our literature review. They called for more research that would examine individual, family, and societal outcomes, but using the family caregiver as the main portal of entry.   
	 
	 They called, of course, for more appropriate cost-benefit and cost-effectiveness research. And to really get at the issues around access to care, they called for researching systems change or ways to examine the efficacy of the very diverse existing respite system and the ways to overcome the barriers and improve respite access.   
	 
	 They called for research to improve respite provider competence. That is noting the importance of qualified and 
	well-trained respite providers. The panel recommended that the quality of available training curricula be researched and also recommended review of the most appropriate credentialing criteria or core competencies that are needed for respite providers working with specific populations.   
	 
	 And then finally, they called for conducting translational research that would better inform respite policy and practice.   
	 
	 Next slide, please. The expert panel report was just released in the last couple of weeks. If you're interested in reading the full report, you can access it at this link under the first bullet. ARCH intends to implement these recommendations over the next several years, and we plan for this to include forming a respite research funding collaborative, working in partnership with some other national organizations and with the expert panel. We would hope that this collaborative would fund research in one or 
	new interest in the field and hopefully lead to programmatic improvements as well.  
	 
	 And I just, right before the webinar, learned that Lynn Friss Feinberg, who’s a family caregiving policy expert with the AARP Public Policy Institute, just published a blog on the work of the expert panel today. I don't have the link, but I wanted to let people know that if they're interested in reading a little bit more about that, if you visit the AARP Public Policy Institute, you can read her blog today also.   
	 
	 So, thank you again for this time. I'm really delighted to have been able to present today. Thank you.   
	 
	MS. ERIN LONG:  Thank you so much, Jill. At this time, I just want to thank all of our presenters. We hope that you found all of the information very informative. We have a few minutes to go through some questions that came in over the course of the presentations. And so what I will do is go through and ask that the presenters – I’ll identify when it came in and so the presenters can respond if they can. And 
	if we don't get to your questions, please know that we will do our best to get you answers after the webinar’s over.   
	 
	 So, the first question came in during Darby’s presentation. And the question is, is there a difference in the impact of caregiving when the caregiver is a professional rather than a family or friend?  
	 
	DR. DARBY MORHARDT:  Well, I think that that's a very good question. I don't know the answer in terms of if it’s harder or not. But it is certainly going to be a different experience when the caregiver has a historical family relationship versus a paid caregiver who doesn't have that familial, that historical, relationship, which really does complicate the whole caregiving experience.   
	 
	MS. ERIN LONG: Thank you, Darby. One person did ask a question of everyone, of all of our panelists. They wanted to know how many of you have actually been full-time caregivers? 
	 
	JILL KAGAN:  This is Jill with ARCH. I’m not a full-time caregiver in the traditional sense, but I'm at the moment extremely fully engaged in long-term, long-distance 
	caregiving for my mother, who has dementia. She’s 90 years old, and I’m spending about a week a month with her, traveling back and forth to deal with her caregiving needs. 
	 
	DR. DARBY MORHARDT:  This is Darby. And, yes, over the last few years, I have definitely been, had the opportunity to be in that role of caregiver. And I think anybody who is maybe lucky enough to have our parents live long enough, we are going to be in that caregiving role. It's not something that many of us ever really not do. So in a way, I see it as a developmental stage of our lives that we're in this role of caring for others. 
	 
	DR. CAROL FARRAN:  This is Carol from Rush University. My mother had Alzheimer’s disease, but we were at a distance.  And the role that we took on is that we supported my father more. We found that if we could arrange for him to, again, fly to Chicago and get away from things, that was a very helpful kind of thing that we provided for him. 
	 
	ALICIA BLATER:  This is Alicia Blater from North Carolina. My experience with caregiving personally, fortunately for us, was kind of short. My mother had a transplant about five 
	years ago and was very ill in and around the transplant, and I just assisted for a temporary period of time, assisting my family and particularly my dad in helping her. She had a transplant. It was successful and she's doing wonderfully.  
	 
	MS. ERIN LONG: Thank you all so very much for giving us that insight into your personal experiences. I, too, have been in a part-time caregiver role. So, like Darby said, I think we’re all honored to be able to do that for our family members and the people we care for.   
	 
	 So, the next question we have is how do I find out the eight states that were awarded the Lifespan Respite grants? It came during Alicia's presentation and while you were presenting, I looked it up. The answer to the 2012 Lifespan grants question is Alabama, Arizona, Iowa, Nevada, North Carolina, Rhode Island, South Carolina, and Texas.   
	 
	 The next question that came during Alicia's presentation is what is the current percentage of Americans over 65 years of age who have some form of dementia, and what is it expected to be in 2025?   
	 
	ALICIA BLATER: Okay, this is Alicia. And I’ll go back to your eight-states question about the 2012 grants. The Lifespan Respite Care Program awards grants to states annually on a grant cycle, depending on what grants they’ve received previously. So far, I believe it’s 33 states have received some form of a Lifespan respite care grant to date. We’re all kind of in a different process of which grants we apply for, which ones we've had in the past. And so while there were eight awarded in 2012, there are many 
	 
	 So hopefully that kind of helps clarify that in general, if there was an interest in knowing more states and kind of where your state is at in that process.   
	 
	 And as far as the statistics question, I don't have that one right in front of me. We might have someone here on these expert panelists who may have that more readily than I do. 
	 
	DR. CAROL FARRAN:  This is Carol from Rush. I don't have that information, but I think probably the best place to find 
	that would be in the Alzheimer's Association facts and figures [report]. I don't know that we've projected as far forward as the person asking the question was asking, but I think that would be the place that I would go look.   
	 
	DR. DARBY MORHARDT:  Yes, and Carol – this is Darby – and I did just pull up the Alzheimer’s Disease facts and figures. And we have some 5.3 million Americans with Alzheimer's now, and by 2025 the number is expected to reach 7.1 million, a 40 percent increase.   
	 
	MS. ERIN LONG:  Thank you very much. I just wanted to add one thing onto Alicia's answer on the Lifespan Respite as well. All of the states that have received awards can be found on the ACL program's web page. If you go there and search Lifespan Respite, you should come up with the page that has the profiles of each Lifespan Respite grant program.   
	 
	 So, the next quest is to Alicia. Can we get the pre- and post-surveys?   
	 
	ALICIA BLATER:  Yes. I am thinking -– and this is one thing that Jill Kagan and I will check on -- as we develop these tools 
	and very many others -- we have tools for our voucher programs and a lot of different things that states who receive the Lifespan Respite grants, we give our materials to ARCH Respite Resource Center. And there is a state sharing page that people can access and actually pull up tools for North Carolina as well as others.   
	 
	 I will check with Jill. I can't remember off the top of my head if our pre- and post-surveys for this particular evaluation are posted there. If not, we will get them over there and put them there. I know there was a question also about the actual Maximizing Respite Time planning tool.  That also should be on the ARCH site. What I think I probably will do is the one that’s there is a PDF with North Carolina logos on the top of it. You may or may not want to have it that way. And so we can work on adapting 
	 
	 There is an attribution on the bottom to Dr. Lund and his colleagues and the work where the actual original research came from. And that's one thing you would want to make sure to leave on that form. But certainly Jill and I will 
	connect with that and make sure that it gets onto that site.   
	 
	MS. JILL KAGAN:  This is Jill, and they are all posted on the ARCH website.   
	 
	ALICIA BLATER:  Okay. Thank you. I figured they probably were.    
	 
	MS. JILL KAGAN:  We have the most recent information about the Lifespan Respite grantees in all of the states on our website as well. 
	 
	MS. ERIN LONG:  Wonderful. And you can find the link to Jill's resource center on Jill’s final slide with her contact information.   
	 
	 So, the next question, I know, Alicia, you answered it while we were online. But just in case there's folks on the phone that weren't able to access the WebEx, the next question was, are you willing to share the caregiver respite goal-setting tool? And if you want to give your answer that you gave on the chat board, you can or I can do it.  
	 
	MS. ALICIA BLATER: Sure, happy to do that. That form, as Jill mentioned, is also included in the materials on the ARCH Resource Center website under state tools. And I think the tool that's on there now probably has our logo, the Division of Aging and Adult Services, as well as the North Carolina Lifespan Respite Project. I’m assuming that it might be something that people would want to identify with their own logo. We’ll talk about that here and see if we can change that PDF and have one available that cou
	 
	 But, of course, we’re absolutely happy to share it. We routinely present on it here and try to talk about it with providers and anyone who would like to use it. 
	 
	MS. ERIN LONG: Great. Another question on the caregiver respite tool: Is it available in other languages, perhaps Spanish?   
	 
	MS. ALICIA BLATER: We have not translated that. That is something we can look into doing or maybe there’s, yeah, I guess I would just say that we have not yet done that.   
	 
	MS. JILL KAGAN: I believe the original tool that Alicia adapted had some of the questions from Dale Lund.  
	 
	ALICIA BLATER: Correct. 
	 
	MS. JILL KAGAN: He did develop a Spanish version and that is also up on the ARCH website, on the consumer information page.   
	 
	ALICIA BLATER:  Great. Thank you. It’s probably part of his full brochure, correct? 
	 
	MS. JILL KAGAN:  Yes. They have since updated the brochure and they may have changed some of the survey questions. And the Spanish version may not have been updated. So the Spanish version may be an older version, but it is there. 
	 
	MS. ERIN LONG: Wonderful. Next question is, again, to you Alicia. And you answered it online, but we’re going to do the same thing just for those who don’t have the online [presentation]. Do all respite vouchers get cashed in? If not, do you have a sense of what percent remain unused?   
	 
	ALICIA BLATER: Respite vouchers do not all get used. One of the things that we see, and Jill and others pointed to it, one of the barriers to using respite is people are hesitant to use it in the first place. And so even when they are talked to about it or have an opportunity to use it, they are hesitant to do so.   
	 
	 So with us, most of our vouchers are awarded to people who are seeking the service in the first place. But we do have about 10-15 percent of them who actually hold onto it. They hold onto it for some serious event they’re anticipating, maybe an emergency, and they want to make sure they have that. In doing so and holding onto it, they end up not using it.   
	 
	 So one of the things we try to encourage families [to do] is go ahead and use some of your respite for a trial run in case there ever was an emergency. And so that sometimes will have people be willing to try it initially just as a test, just in case they ever did feel like they needed to use it. And so that's one of the things that we have done 
	and found some good results to encourage people to use respite initially.   
	 
	 The other thing, the vouchers that are awarded, typically let’s say out of a $500 voucher, we may average between $350 and $400 that is used of that voucher. Some families will use the entire one, but about 25-30 percent of our respite voucher recipients end up not using the entire amount, particularly if they are caregiver-directed vouchers, meaning they’re given the money to use for whatever they choose. The kind of respite and being able to hire their own worker, those tend to have a lower use rate than
	 
	MS. ERIN LONG:  Great. Thank you very much. Jill, you may have the answer to this next question. Do you know if there are respite vouchers available in Illinois?   
	 
	MS. JILL KAGAN: I do know that Illinois does not currently have a Lifespan Respite grant, but when they did, they set up an emergency respite program that the Illinois Respite 
	Coalition is still responsible for. I believe they're still administering those funds. What might be available under Medicaid home- and community-based waivers or the Family Caregiver Support Program, I'm not sure of, but we can certainly find out for you.   
	 
	MS. ERIN LONG:  Thank you. Is there a caregiver assessment that does a nice job of identifying the various areas of stress?  
	 
	DR. CAROL FARRAN: This is Carol. I guess what I have tended to use, because it represents different types of stress, but I've used a combination of a burden measure and then depressive – the CES-D, depressive symptoms measure. And then also the PANAS, the Positive Affect, so it’s a positive affect. So [I’m] trying to get a spectrum of that, and that's had interesting findings with different studies.   
	 
	MS. ERIN LONG: Thank you.   
	 
	DR. DARBY MORHARDT: This is Darby. I just want to add to that. What Carol is mentioning is wonderful for studies and perhaps to be used clinically as well. I just wanted to mention that in my clinical experience, I have not used 
	caregiver assessment scales very often. I have tended to really focus on doing a very in-depth psychosocial assessment in working with the patient and the family, to try to really look at the issues around how that family is organizing around the care of the person with the illness.   
	 
	MS. ERIN LONG: Thank you so much, Darby. I have time for one last question, and that is, is there a website available for the CSBI-M approach?   
	 
	DR. CAROL FARRAN:  This is Carol, and, unfortunately, there's not. We’ve just had to really scramble to get this work done in 12 months and so we haven't been able to do any bells and whistles. I think my contact information is with my slide and someone could get that and email me.   
	 
	MS. ERIN LONG: Okay. So the best way to find out more information about it would be to just email you directly at this point?   
	 
	DR. CAROL FARRAN: I think so, yes.   
	 
	MS. ERIN LONG: Great. Well, thank you again, everyone, for your presentations and for the great questions that the attendees had. We appreciate you taking the time to join us and learn about the issues that we've discussed. I want to remind you that there’s information in the slide deck about CEU credits, that it's quite specific. I’m not going to go through it all. We certainly can assist you if you have any questions about that. My contact information is in the final slide. It's 
	MS. ERIN LONG: Great. Well, thank you again, everyone, for your presentations and for the great questions that the attendees had. We appreciate you taking the time to join us and learn about the issues that we've discussed. I want to remind you that there’s information in the slide deck about CEU credits, that it's quite specific. I’m not going to go through it all. We certainly can assist you if you have any questions about that. My contact information is in the final slide. It's 
	erin.long@ACL.HHS.gov
	erin.long@ACL.HHS.gov

	. If you have any questions in relation to this presentation, this webinar, I would be happy to get you the answers that you need. And with that, it's 3:30. Unless anybody else has anything that they'd like to close up with, thank you so much, all of you, for your presentations and attendance.   

	JENNIFER WATSON: Thank you, Erin. It’s been a great webinar today. This is Jennifer. Thank you all for participating, and we'll look forward to the 2016 webinar series coming to you sometime next year. Thanks, all. Have a good day. 
	 
	(END OF TRANSCRIPT) 
	  
	 



