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IMPLEMENTATION OF CAREGIVER
ASSISTANCE: MOVING FORWARD

MONDAY, JULY 11, 2011

U.S. HOUSE OF REPRESENTATIVES,
COMMITTEE ON VETERANS’ AFFAIRS,
SUBCOMMITTEE ON HEALTH,
Washington, DC.

The Subcommittee met, pursuant to notice, at 4:00 p.m., in Room
334, Cannon House Office Building, Hon. Anne Marie Buerkle
[Chairwoman of the Subcommittee] presiding.

Present: Representatives Buerkle, Roe, Benishek, Runyan, and
Michaud.

OPENING STATEMENT OF CHAIRWOMAN BUERKLE

Ms. BUERKLE. Good afternoon. The Subcommittee on Health will
come to order.

Four months ago today, this Subcommittee held our first hearing
of the year to discuss why the U.S. Department of Veterans Affairs
(VA) had failed to implement the Caregivers Assistance component
of Public Law 111-163. At that hearing, it was clear to me that VA
must go back and address some serious deficiencies with the De-
partment’s initial implementation plan, particularly the strict eligi-
bility requirements, in order to get this important program up and
running.

I think we all agreed that day at that hearing, that time is of
the essence, and our veterans and their caregivers need us now,
not later.

Today we meet again to determine the progress the Department
has made in those intervening months to adjust its implementation
plan and to do right by our veterans and their caregivers who have
already given so much to us all. In response to the concerns of
Members, advocates and stakeholders, VA changed its eligibility re-
quirements and expedited the implementation of caregivers’ bene-
fits by publishing an interim final rule (IFR) on May 5, 2011. The
IFR allowed the Department to accelerate the Federal rulemaking
process by immediately implementing the program prior to the con-
sideration of public comments and the issuance of a final rule.

As the daughter of a full-time caregiver, I understand the pro-
found impact injury can have, not only on the patient or the in-
jured but also upon his or her family. Time is of the essence for
these families, many of whom have sacrificed their personal, pro-
fessional and financial security in order to take on full-time
caregiving responsibilities for their veteran family member. We
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owe it to these men and women to get it right, and we will not rest
until we do.

Today we will hear from Debbie Schulz, a full-time caregiver for
her son Steven who was injured in Iraq in 2005. She will speak to
her experience applying for and obtaining services from VA.

We will assess the actions VA has taken to date to meet the in-
tent of the law and the changes that still need to be considered
prior to issuing the final rule.

I want to express our appreciation on behalf of the Health Sub-
committee to all of you for being here today. I am very much look-
ing forward to our discussion.

I now yield to the Ranking Member, Mr. Michaud, for any open-
ing statements he might have.

[Thie prepared statement of Chairwoman Buerkle appears on
p- 29.

OPENING STATEMENT OF HON. MICHAEL H. MICHAUD

Mr. MicHAUD. Thank you very much, Madam Chair.

I would like to thank you for holding this very important hearing
today on the Caregivers and Veterans Omnibus Health Care Serv-
ice Act of 2010. Today’s hearing is a follow-up to a March 11, 2011,
Subcommittee on Health hearing on this very important issue
where concerns were raised regarding delays in the roll-out of the
implementation plan. The narrow criteria and the eligibility for the
benefits was a major concern of this Committee.

At the beginning of July, the Department of Veterans Affairs
issued its very first payment to family caregiver veterans. These
family caregivers were the first to complete their caregiver training
under this comprehensive assistance for family caregivers program,
and VA will send out more than $430,000 in stipend payments to
nearly 200 recipients this month alone.

I am pleased that the veterans and caregivers are finally begin-
ning to receive some of the services required under the law that we
passed. I am pleased that the criteria for eligibility of these bene-
fits have been expanded to be more in line with what Congress in-
tended.

However, I would also like to hear more from the witnesses today
about how the plan is being implemented in the field, what issues
remain, and what oversight is being conducted by Central Office,
and how can we ensure that this program successfully is imple-
mented so that veterans and their caregivers receive the critical
benefits without further delay.

The testimony we have received contains many concerns with the
interim final rule, and I would like to hear from the VA on incor-
porating some of the suggestions in the final rule.

So, Madam Chair, once again, I want to thank you very much
for having this hearing and look forward to continue to keep an eye
i)n what’s happening as we move forward with the caregivers legis-
ation.

And I yield back the balance of my time.

[The prepared statement of Congressman Michaud appears on
p- 29.]

Ms. BUERKLE. Thank you very much. I would like to now invite
our first panel to the witness table. Joining us this afternoon is
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Debbie Schulz. Debbie is a full-time caregiver for her son, Steven,
who was wounded in Fallujah in 2005 when an improvised explo-
sive device (IED) hit the Humvee in which he was traveling.

Ms. Schulz, I know that this has been a very personal crusade
for you, and we thank you so much for taking the time to come
here today to give us your testimony and to answer our questions.
Please go ahead with your opening statement.

STATEMENT OF DEBBIE SCHULZ, FRIENDSWOOD, TX
(CAREGIVER)

Ms. ScHULz. Chairwoman Buerkle, Ranking Member Michaud
and Members of the Subcommittee, thank you for allowing me to
share with you the experience I have had with the Caregiver As-
sistance Program, and for your vital leadership in pressing to as-
sure that the law is properly implemented.

Great progress has been made toward this, and my son Steven
and I are already benefitting from the program. I am grateful for
the assistance. And as Steven’s caregiver, I cannot overemphasize
the program’s importance to his ongoing recovery and continued
well-being.

But while the program has helped us, I can see where gaps in
the VA regulation will and already have created problems for care-
givers.

Our journey, as you have said, began 6 years ago when Steven
suffered a severe traumatic brain injury (TBI) on April 19, 2005.
He was in Fallujah when the IED exploded outside his Humvee.
He was 20 years old. The injury left him with many physical and
cognitive deficits. He has profound left-sided weakness with no
functional use of his left arm. He walks slowly and only with as-
sistance. Shrapnel blinded his right eye, and his brain does not
perceive the left field of vision.

In certain situations, Steven may need a wheelchair or use it for
convenience, but he can’t push it on his own because of the pro-
found weakness on his left side. And a power chair is not used be-
cause of his visual deficits.

Steven’s thinking is somewhat slower, and due to the frontal lobe
damage, he has some impaired impulse control. And he might blurt
out things that are inappropriate. His affect is flat, and he has dif-
ficulty interpreting social cues. His speech is often difficult to un-
derstand. His attention span is short, and he has some memory
problems. Without the ability to think, what do I do next, he does
not feel comfortable being left alone for more than 30 minutes at
a time.

Steven’s life has changed since his injury, and of course, my life
has too. I had been working as a special education teacher when
he was injured. My husband and I, then 51 and 49, were preparing
to become empty nesters. Instead, I became Steven’s primary care-
giver, advocate, life skills coach, chauffeur, secretary, bookkeeper,
teacher, drill instructor, medical assistant, physical, occupational,
speech therapist and on and on.

Leaving the workforce has created a financial hardship, and our
world and that of our then 18-year-old daughter and 15-year-old
son has changed profoundly.
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I applied for the Caregiver Program on May 9, having been alert-
ed by my VA social worker and others. Getting the application and
completing it was easy. The one glitch I encountered was an alarm-
ing uncertainty regarding CHAMPVA health coverage, which was
contingent on having no other insurance. With my health coverage
about to be terminated, I felt trapped in an awkward limbo that
went unresolved for several weeks. I was led to think I would not
be eligible for CHAMPVA unless there was a total break in my cov-
erage.

Within days of applying for the caregiver program, I was advised
that the VA had received the application and the next step was to
complete training and have a home visit. After I completed both of
those, I received verbal confirmation that I had been approved.

On July 5, I received my first stipend check. I assume from the
amount, that it represents a maximum payment. But unlike other
caregivers, I have not received any written or verbal notice on how
many hours were approved and have no specific way of knowing
whether those determinations were appropriate.

We caregivers do stay in touch with one another, and I do have
concerns about how the rules may affect many others. VA, to its
credit, has implemented a streamlined system for processing appli-
cations. But it’s important that the determinations and decisions
are fair and appropriate, not simply fast.

In preparing my remarks, I spoke with many other caregivers,
and already disparities in determinations are being found. The
weak link, in my view, are flaws in the rules VA published in early
May. The stipend is a good example of this. For the many families
for whom finances are tight, the stipend is very important. But it
is clear to me that the rules for determining the stipends need
work. For example, I know a veteran who suffered the same injury
as Steven but made a better recovery physically. Though he has far
fewer physical limitations than Steven, he still has post-traumatic
stress disorder (PTSD) and TBI cognitive issues. But his wife will
get a stipend that only covers 10 hours of caregiving a week,
amounting to about $15 a day.

In our case, VA’s methodology resulted in scoring Steven’s needs
at a relatively high level, and I believe this is probably because he
needs assistance with both physical and cognitive issues. Since
VA’s scoring methodology calls for scoring each different impair-
ment, his total score would be higher than say a veteran who has
just cognitive issues. The fallacy in this methodology is that a vet-
eran with TBI whose extreme lack of judgment, for example, makes
him a safety risk, is not just a safety risk for 10 hours a week.

Caregiver friends of mine in this situation are almost always by
their veterans’ side providing oversight and assistance. There’s
something badly wrong with the methodology that results in a con-
clusion that a veteran who is a safety risk, whether it be for
suicidality, impaired judgment or other circumstances, needs only
10 or 25 hours of caregiving a week. Clearly, these rules need close
scrutiny, and some need some major change.

In closing, let me thank you, on behalf of my family and other
caregivers across the country, for your sincere efforts to make this
program a success. The problems I've highlighted in my remarks
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and in my full statement can be solved. Doing so will strengthen
the program and improve the well-being of our wounded warriors.

Thank you for the privilege of testifying, and I would be happy
to answer any questions you may have.

[The prepared statement of Ms. Schulz appears on p. 30.]

Ms. BUERKLE. Thank you very much for your testimony here
today. I know I speak for all of my Subcommittee Members as well,
thank you for what you do for your son, and please extend our
gratitude to him for his service and sacrifice on behalf of this Na-
tion.

Ms. ScHuLz. I will. Thank you.

Ms. BUERKLE. I would like to just talk a little bit about the appli-
cation process. You mentioned that you felt that it was streamlined
and seemed pretty efficient.

Ms. SCHULZ. Yes.

Ms. BUERKLE. At what point after you applied, did you start to
feel, if you felt any, some obstacles or some difficulties?

Ms. ScuuLz. Well, I think at this initial phase, it was really pret-
ty easy. And I have to give the VA credit for getting it up and
going. Where it broke down was in the communicating back to me.
For instance, I still haven’t received how many hours, I haven’t re-
ceived any sort of written or really verbal notification of—I just re-
ceived a check.

And for other caregivers, it may be important if, say, they got ap-
proved for 10 hours, they need to know that, so if they don’t agree,
they can then have some recourse to come back and say, we need
to rethink this or appeal it.

So, in my case, it was pretty efficient. The home visit wasn’t ex-
actly what I hoped for. But aside from that, I think the process was
good.

Ms. BUERKLE. Do you know if the decision to participate in care-
givers’ assistance and for you to be able to get a stipend, was con-
tingent upon the home visit or were there any other factors?

Ms. ScHULZ. My understanding, and of course, I am no expert,
but my understanding was it was the home visit as well as his care
team. And I am real lucky in that our VA care coordinator has
been working with Steven since he was first injured. She was his
social worker from the early days, so she knows our situation and
knows the care team.

Ms. BUERKLE. Have you used any of the respite services that the
Caregivers Assistance Program provides?

Ms. ScHULZ. Not since the Caregiver Act has been implemented.
I have used in the past, and it has been cumbersome and less than
ideal for my situation. I am hoping that with this Caregivers Act,
that it will be age appropriate and it will be home based to the
needs of what the veteran needs.

The program that I have used previously, you know, they can
come out. They can work Monday through Friday. They can work
9 to 5. Well, when I am gone, that doesn’t always fit my life. I
mean, like I am here now, and my youngest son is actually doing
the caregiving. But if we had to, you know, juggle schedules, and
he may have to work—he works part time—I might need somebody
to cover evenings. I might need, you know, other times besides be-
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tween 9 to 5. So I am hoping that with this new program, that it
will take into account the real needs of the veteran.

Ms. BUERKLE. Thank you.

Ms. Schulz, you mentioned that you noticed some disparities,
from other caregivers that you talked to about the process and
maybe some of them received an explanation for how much of a sti-
pend they were receiving. What were the other disparities? My con-
cern is that there is not a standardized effort here, and that the
process needs standardizing.

Ms. ScHULZ. And that is exactly my concern. While the applica-
tion process has been easy for most people to get in, there have
been instances of, well, let’s just say, within the State of Texas,
within 200 miles of me, another caregiver, whose son has a TBI,
as well as a spinal cord injury, is unable to transfer out of his
wheelchair by himself, cannot dress himself, and she was awarded
25 hours of caregiving a week. She received written notice. She
knew—that’s how I found out the treatment team was supposed to
do the determination because she told me her PACT team. I didn’t
know what that was. So I learn a lot from other caregivers. But
she told me that her PACT team made the determination, and she
got 25 hours a week. How can that be right? And that sort of dis-
parity is really discouraging to caregivers and veterans.

Some of the other disparities in just how things are playing out.
Another veteran applied, his wife applied, and they couldn’t get a
doctor, the VA social worker couldn’t get a doctor to sign off on the
initial application. His primary care doctor at the VA wouldn’t sign
off it. This is a veteran who has a TBI, as well as a spinal cord
injury and hearing loss, and she is his caregiver and has been for
several years. And I couldn’t understand that. That’s the type of
disparity that really worries me and other caregivers.

Ms. BUERKLE. Thank you very much.

My time has expired. I now yield 5 minutes to the Ranking Mem-
ber, Mr. Michaud.

Mr. MicHAUD. Thank you very much, Madam Chair.

You mentioned that the home visit wasn’t what you expected it
to be. What did you expect the home visit to be? And why, is there
3nything that stuck out that they did that they should not have

one or——

Ms. ScHuLzZ. Well, my understanding of the home visit was to
make sure that the home was appropriate and to also assess my
needs as well as Steven’s needs. And being a social worker in an-
other life, I know, sort of how assessments should go, so that may
have jaded me.

But he came in and didn’t know who the veteran was. He
thought I was the veteran at first. And I was, like, no Steven. So
he had not read the chart, which was a sort of red flag to me.

The second thing was after he was doing, going through making
sure I know about infection control, nutrition, all these things that
I have been doing for 6 years now, and Steven has obviously been
healthy and happy and at a good weight, not overweight or under-
weight, then he asked me if I know about catheter care. And Ste-
ven has never been at home with a catheter. Now for some vet-
erans, that’s an issue and I would need to know that. But I would
like for the VA to realize that those home visits are a real chance
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to come out and see what the needs of the veteran and the care-
giver are. That’s what I was expecting.

Mr. MICHAUD. As the VA starts to roll out its peer support men-
toring program over the next year, do you have any suggestions on
how this program should be implemented?

Ms. ScHuLz. I have to be honest. I don’t know what the peer sup-
port monitoring program is. Is that other veterans that will be

Mr. MICHAUD. Yes.

Ms. ScHULZ. I have not heard about it.

Mr. MicHAUD. Okay. Do you find that the VA hotline and care-
giver Web site is user friendly? Have you used that?

Ms. ScHULZ. I used the hotline initially when it first was an-
nounced at the VA program, and they were not ready to be answer-
ing questions at that time. They maybe rolled it out a little pre-
maturely because the questions were all about the Caregiver Act
and when it was going to be implemented, and they did not know
at the time.

And I find it easier, actually, and more effective to call directly
to my son’s social worker, who is now the care coordinator, or to
my son’s Federal recovery coordinator.

Mr. MicHAUD. Do you think that the outreach to spread the word
about the caregiver program has been sufficient?

Ms. ScHULZ. I think that is an area where the VA has done ex-
cellent work because the day it was available, I had calls from my
social worker and also an email, and there was also lots of informa-
tion that was out in the public. It was on the social media sites,
and so I think that that was an area they did very well in.

Mr. MicHAUD. You had mentioned that the timeliness of getting
approved was pretty quick. The implementation was not as good as
possible. The VA has been trying to get them completed within 30
days. Was your process completed within that time frame?

Ms. ScHULZ. It was close. It was very close. I have to say this
is the fastest I have ever seen the VA move.

Mr. MICHAUD. And my last question, if you had to make one
change within the system, what would be the change that you
would suggest?

Ms. ScHULZ. One change? You are going to limit me? I think I
would really tighten up those disparities so that that artificial cap
of hours, because there are lots of veterans that need more than
40 hours. And what are we doing for them? And how can you—I
mean, that disparity is so discouraging. And so really, working on
that rule to get that right so that it is not just an artificial and
so it is right across the country.

Mr. MicHAUD. Great. Well, thank you very much, and please
thank your son for me for his service to this great Nation of ours.
I want to thank you, as well, for all the efforts that you are putting
in to taking care of your son, as well as being here today to let us
know how we can improve the legislation that was enacted. I yield
back the balance of my time.

Ms. BUERKLE. Thank you.

I now yield 5 minutes to the gentleman from Michigan, Dr.
Benishek.

Mr. BENISHEK. Thank you, Madam Chairman.
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Ms. ScHULZ, thank you so much for coming today. I just had a
few questions to kind of clarify your situation. It seems like you
must have had a relationship with the VA through your social
worker that you know there and you have been taking care of. I
mean, this is not the fellow that came out to review your situation
for the home visit; this is somebody else then, right?

Ms. Schulz. He was an RN that worked with the spinal cord unit
is all I know, and I don’t know if it is a new position for him, but
he had not read the chart and had no relationship with us.

Mr. BENISHEK. So did somebody come to your house to sort of
evaluate? I mean, it would seem like your social worker that you
have been working with would know what you are doing with your
son on a daily basis, the care that he requires. So did somebody
come out to just see how it’s going at the house to observe you for
a day or anything like that? No?

Ms. ScHULZ. Well, yes. I mean, he came out to the house, and
I have heard instances where they went through the refrigerator.
I heard one veteran who was told they didn’t have enough food in
the house. This particular RN did not look at our pantry, did not
look in our refrigerator, but asked if we had smoke detectors, you
know, basic safety things, which, you know, 6 years ago, would
have made sense to me when he was very, very frail, and he was
first sent home. At this point it was a little insulting, actually.

But I think that a home visit could be a real opportunity to find
out what the veteran needs and what the caregiver needs.

Mr. BENISHEK. Right. Do you have an ongoing conversation with
the VA about what is happening with your son? Is it through the
s}(;cia‘} worker? I mean, do you speak to them on a weekly basis
then?

Ms. ScHULZ. Not weekly. Probably, we talk to our Federal recov-
ery coordinator once a month. I contact his social worker as need-
ed. We see his doctors, depending on which doctor, probably every
3 to 6 months.

Mr. BENISHEK. All right. How far away are you from a veteran
facility that your son could get care? Where does he have to go to
get care?

Ms. ScHULZ. Our VA is about 30, 35 miles from us.

Mr. BENISHEK. Okay. Is there anybody coming in to help you do
any of this care on a regular basis? Is there a physical therapy or
anything involved?

Ms. ScHULZ. No. Not coming to the house, no.

Mr. BENISHEK. It just seems to me that there should be a little
more teamwork involved in helping the care progress, or and then,
you know, making sure that you can get the proper amount of
hours, I mean, just observing what you do on a daily basis it seems
like it would be fairly easy to figure out by just observing what you
do for a day or even a half a day. And it is a little disappointing
to me to hear that you didn’t get a letter explaining what the ben-
efit would be.

Ms. ScHULZ. And that has, I just have to share with you. That
has always been my contention. If somebody from the VA came and
spent 4 hours with me, especially early, early on, because I was re-
questing help back then and it wasn’t available, they would know
just how much and how needy he was.
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So for future veterans, I think your point is exactly right. Some-
body needs to really assess what the veteran needs are in a home
setting, and that teamwork is crucial.

Mr. BENISHEK. Well, it just seems to me that there could be with
the social worker that, you know, a mechanism for you to commu-
nicate what you need and maybe somebody could come to the house
occasionally to help you or give you a morning off or something like
that.

Ms. ScHULZ. Prior to this law, nothing was available that was
appropriate for this young age veteran who is active and doing
things but needs help in everything he does. But the home help as-
sistance that was offered to me was not age appropriate. It was not
reliable. It was just not right for him, and most young veterans. It
is set up for a geriatric population.

Mr. BENISHEK. Right. How do you communicate with the other
caregivers that you have been in contact with? Are these people
that you have met at the hospital, during your going back——

Ms. ScHULZ. People we have met at the hospital, at different vet-
erans functions, just along the road you meet other veterans, and
we use social media and telephone and e-mail.

Mr. BENISHEK. Okay. Well, I really appreciate your coming and
giving us a picture of what you are going through here. I think it
can be helpful going forward to, not only for yourself, but other
caregivers throughout the country. So I really do appreciate you
coming.

And I yield back the remainder of my time.

Ms. BUERKLE. Thank you, Dr. Benishek.

I now yield 5 minutes to the gentleman from New Jersey, Mr.
Runyan.

Mr. RUNYAN. Thank you, Madam Chair.

And Ms. Schulz, thank you for the time you spend taking care
of your son and for his service to this great country. You said ear-
lier you really don’t know what you are entitled to, you have gotten
no communication back from the VA. Do you even know if you have
a correct rating? Have you reached out to them since this process,
from them—not even, like you said, you don’t have a written or a
verbal commitment from them. Have you reached out to them to
see if they just forgot about you?

Ms. ScHULZ. I have not, because I received the check on July 5
and so I was doing holiday stuff and so I have not emailed them.

Mr. RUNYAN. Okay. Because, you know, going into some of your
further testimony, and even some of the questions you have asked,
it has been kind of—in the VA Committee, we always talk about
the stakeholders being involved. And I think you have brought it
up with the home inspection, it is a premier opportunity for that
to happen, to really see what is going on there. And you know, it
is not about—well, it seems like the VA approach is, well, you are
not going to be entitled to this because you don’t have this need,
that need, this need. It is more of yourself, seeing the relationship
between you and your son, not as mother and son, as caretaker and
patient. And I think that is a unique opportunity that we really
need to look at.
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Off the top of your head, do you have a round about number of
how many hours you put in a week to actually take care of your
son?

Ms. ScHULZ. That is a tough question because if we are in the
home environment, he may be sitting at his computer, working on
stuff, and I am not really having to do anything. But say we are
out somewhere, like if he would have come with me up here, some-
body needs to be right there by him all the time because he can
get lost and confused. But I would say anywhere from 50 to 60
hours a week is realistic. And mind you that Steven is not someone
who needs hour-to-hour medical care. His is just safety, supervision
and redirection.

Mr. RunyaN. Well, I think that raises the point where you say,
you know, they want to cap hours. You know, depending on how
active and how, whether they are out of the home, whether they
are physically able to be out of the home. You can have the mental
challenges with the TBI, the PTSD, that kind of stuff but phys-
ically be able to interact in society, but you need help with that.

So I think going more towards a stakeholder approach, and hav-
ing stories like yours is only going to help this process. And I think
the VA really needs to be open to that and take a better approach
on it. So I thank you for that.

And Madam Chair, I yield back.

Ms. BUERKLE. Thank you again, Ms. Schulz.

Unless anyone else has any further questions of our witness,
thank you again for taking the time to come here today and answer
our questions and testify before us.

Ms. ScHULZ. Thank you so much.

Ms. BUERKLE. Thank you.

And with that, I will ask Ms. Frese to begin her testimony.

I would ask at this time that our second panel join us at the wit-
ness table. Also, with us this afternoon is Anna Frese, the Director
of the Family Support Program for the Wounded Warrior Program
(WWP); Ms. Cheryl Cox, the Caregiver Support Coordinator for the
Syracuse VA Medical Center; and Ms. Mary Fullerton, the Care-
giver Support Coordinator for the North Florida/South Georgia VA
Healthcare System. Thank you all very much for joining us this
afternoon.

STATEMENTS OF ANNA FRESE, DIRECTOR, WARRIOR SUP-
PORT PROGRAM, WOUNDED WARRIOR PROJECT; CHERYL
COX, LCSW, CAREGIVER SUPPORT COORDINATOR, SYRA-
CUSE DEPARTMENT OF VETERANS AFFAIRS MEDICAL CEN-
TER, U.S. DEPARTMENT OF VETERANS AFFAIRS; AND MARY
FULLERTON, LCSW, CAREGIVER SUPPORT COORDINATOR,
NORTH FLORIDA/SOUTH GEORGIA VETERANS HEALTHCARE
SYSTEM, U.S. DEPARTMENT OF VETERANS AFFAIRS

STATEMENT OF ANNA FRESE

Ms. FRESE. Chairwoman Buerkle, Ranking Member Michaud and
Members of the Subcommittee, thank you for inviting Wounded
Warrior Project to testify today regarding the implementation of
the Caregiver Assistance Program. The program’s success is impor-
tant to me, not only as WWP’s Director of Family Support and liai-
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son to family caregivers, but also as a long time advocate for my
brother, Eric, whose injuries in Iraq led to his need for round-the-
clock care due to severe brain injury.

Let me thank this Committee for all it has done in shaping the
caregiver law and jumpstarting and accelerating a process that
now is directly helping members of families and insisting on full
implementation of the law.

Overall, I know VA has faced challenges in implementing this
new program and that many dedicated staff worked hard to launch
it. The process has gone relatively smoothly for numbers of fami-
lies. Some have encountered problems, and other are waiting for
applications to be processed.

But I am really most concerned about VA’s implementing regula-
tion published on May 5 because it still fails to get some issues
right. As a result, some deserving families will likely be denied
help. Others will probably not get the extensive help they should,
and many others were discouraged from even applying.

VA’s rule is a big improvement over the initial implementation
plan. WWP has submitted extensive comments on VA’s rule. But
let me highlight just a few of the problems, many of which relate
to warriors with TBI and mental health conditions.

As currently written, eligibility criteria do not adequately ad-
dress the need for caregiving as it applies to warriors with severe
mental health conditions. Typically, where such a condition is real-
ly severe, a family feels that that they can’t leave a warrior alone.
But each case differs. But often, the warrior lacks full cognition or
judgment to be fully aware of danger. In other cases, behavior may
be marked by a lack of impulse control or might otherwise leave
a family fearful of possible suicide risk or violence. In these kinds
of instances, a family member typically stays with the veteran for
much of the time to ensure the warrior’s safety. Where those be-
haviors are due to TBI, VA’s eligibility rule seems workable.

But where the same safety risk is due to PTSD, depression or
anxiety, it seems much less likely that VA will provide caregiver
assistance under the new rules.

A second area of concern is how VA’s eligibility criteria are being
applied around the country. WWP recently conducted a survey to
understand families’ experiences under the new program. Among
the findings, the survey suggests there is a wide variability from
facility to facility as to who makes eligibility determinations and
how they are made.

Let me share an example. One caregiver has provided almost
constant care and supervision for her husband, who suffers from
PTSD and traumatic brain injury; 11 days after applying for care-
giver assistance, a VA nurse practitioner contacted her to advise
her that the application had been denied. Without either reviewing
the veteran’s medical records or consulting his longstanding care
team, the nurse concluded on the basis of the veteran’s compensa-
tion and pension exam records that he did not need assistance in
performing activities of daily living and, thus, wasn’t eligible.

Among her many errors was to overlook the fact that eligibility
could solely be based on the need for supervision or protection.
Luckily, this situation ended favorably, but only because a VA em-
ployee took—another VA employee—took the initiative to inter-
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vene. The case illustrates the inherent problem of the rule which
is altogether vague as to how clinical eligibility determinations
should be made and who is to make them.

This and other cases also raise the question, how can a veteran
or caregiver appeal an adverse medical or legal decision? The im-
plementing regulation is completely silent on this issue. We believe
it is essential that VA establish systematic recourse for those care-
givers who may be denied benefits in error. But feedback from
caregivers indicates they are unaware of where to turn in the event
that they disagree with VA determination.

Since caregivers generally can no longer work outside of the
home and often care for loved ones on a full-time basis, the stipend
was to provide some financial support. Let me offer an example to
highlight what we see as flaws in the way the rule works regarding
the amount of the stipend. Take the case of a veteran who sus-
tained a severe TBI but, after a lengthy rehabilitation, is able to
perform all activities of daily living. But the TBI manifests itself
in severe mood swings, sometimes aggressive violent outbursts. Be-
cause he can’t control these behaviors, even with medication, his
wife must be with him full time.

Applying VA’s current rating skill, which measures need for as-
sistance on a scale of zero to four, this veteran might get a score
of four in three different areas, inability to self-regulate, safety
risk, and inability to plan or organize. But because the veteran
doesn’t need assistance in any other areas, he or she would get a
total score of 12, which under the VA rule means the veteran is
deemed to need only 10 hours a week of caregiver assistance. Yet,
the veteran actually needs full-time support.

In closing, we do commend the VA for the substantial improve-
ments they have made and for the speed in which they launched
the program. We also believe flaws in the interim rule must be cor-
rected to ensure that the programs fulfills the intent of the Con-
gress and promise of the law.

WWP looks forward to working with the VA and this Committee
on that shared goal. Thank you.

[The prepared statement of Ms. Frese appears on p. 33.]

Ms. gUERKLE. Thank you very much, Ms. Frese.

Ms. Cox.

STATEMENT OF CHERYL COX, LCSW

Ms. Cox. Good afternoon, Chairwoman Buerkle and Members of
the Committee. Thank you for the invitation to discuss the Care-
giver Support Program, established in title 1 of Public Law 111-
163, as implemented at the Syracuse VA Medical Center.

My name is Cheryl Cox, and I am the Caregiver Support Coordi-
nator at the Syracuse VA. I have been a clinical social worker at
the VA for 4 years and was the ambulatory care social worker prior
to becoming the caregiver support coordinator. I received my Mas-
ter of Social Work from the State University of New York at Buf-
falo in 1993, and have over 18 years of experience working in men-
tal health and medical settings.

The care provided by family caregivers is essential in allowing
our veterans to maintain as much independence as possible, re-
maining at home in their community, surrounded by their loved
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ones. I am truly honored to be a part of the groundbreaking Care-
giver Support Program.

Throughout my career, I have been fortunate to work with care-
givers and am truly impressed with their tireless dedication and
the level of care they provide. To date, the Syracuse VA Medical
Center has received seven applications for the Family Caregiver
Program. I am working with these veterans and their family care-
givers as well as their medical team to complete the application
process. Our first caregivers who have completed the caregiver
training are expected to have their home visits and complete the
process within the next week or 2.

Throughout the initial implementation, I cannot say enough
about Syracuse’s Operation Enduring Freedom/Operation Iraqi
Freedom (OEF/OIF) team and the support we have received from
leadership, both at the local and national levels. In advance of ac-
cepting applications, our local OEF/OIF team identified potential
eligible veterans and caregivers. Our team worked together to con-
tact these veterans and caregivers to ensure that they were receiv-
ing all possible benefits and services, and to assist them with the
application for this new program. Throughout April, the National
Caregivers Support Office provided several key training sessions
for the caregiver support coordinators on the program and applica-
tion process.

Since I began working at the VA, I have had the privilege of
meeting and working with caregivers of veterans from all eras. In
my role as an ambulatory care social worker, I have assisted nu-
merous caregivers with information on VA and community pro-
grams and services, assisted with transitions to varying levels of
care, and provided other forms of support. I am continually im-
pressed with their dedication to their loved ones, and I am honored
to be able to provide support to them.

Through the Caregiver Support Program, I have had the oppor-
tunity to do intensive case management with those applying for the
enhanced benefits. Again, these caregivers and the sacrifices they
make never cease to amaze me. One young wife of a veteran comes
to mind. This veteran suffered a gunshot wound to the head by
sniper fire while serving in Iraq. He continues to have seizures,
memory impairment and vision loss. Following his initial hos-
pitalization and treatment, he spent 6 months in a traumatic brain
injury center in Richmond, Virginia. His wife shared how she did
not leave his side the entire time, juggling care for their two small
children, who were 11 and 5 at that time. She has remained by his
side as his wife, advocate and devoted caregiver. She has not been
able to work outside the home due to her commitment to her hus-
band and providing the care he needs. She has been very appre-
ciative of the support and recognition this program provides.

The Caregiver Support Line in Canandaigua has been oper-
ational since February of this year. It is an important part of this
program, as it gives caregivers a place to turn for information and
support. I have received several referrals from the support line to
assist caregivers and families of veterans from all eras with ques-
tions regarding VA services and programs. In my role as the Care-
giver Support coordinator, I have been able to provide assistance
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in leading them to appropriate VA and community resources while
providing much needed support.

Facilitywide, I have been actively providing education to staff on
the Caregiver Support Program and exploring ways in which to
reach out to as many caregivers as possible. Over the next few
months, Syracuse will establish a Caregiver Support Advisory
Board, and I will be implementing a support group for caregivers.
I look forward to providing ongoing support to these unsung heroes.

Thank you again for the opportunity to discuss Syracuse’s imple-
mentation of the Caregiver Support Program.

Ms. BUERKLE. Thank you very much.

Ms. Fullerton.

STATEMENT OF MARY FULLERTON, LCSW

Ms. FULLERTON. Good afternoon, Chairwoman Buerkle, and
Members of the Committee. Thank you for inviting me here to
share how North Florida/South Georgia Veterans Health System
has been implementing the family Caregiver Support Program.

I have focused much of my career as a social worker working
with veterans and their family caregivers, and it has been a won-
derful opportunity to have been selected and serve as the full-time
Caregiver Support Coordinator.

VA Central Office has provided comprehensive training to the
caregiver support coordinators, the teams and the services who are
involved in this process.

Additionally, Veterans Integrated Services Network (VISN) 8 has
regularly scheduled teleconferences where the caregiver support co-
ordinators are informed about the program implementation, as well
as offering a forum to ask questions. Experts have been brought in
to help the caregiver support coordinators identify and better un-
derstand specific diagnoses, such as post-traumatic stress disorder.

North Florida/South Georgia Veterans Health System leadership
is very supportive of the Caregiver Support Program. I meet regu-
larly with the patient aligned care teams to streamline the imple-
mentation processes for this program by discussing the role of the
home-based primary care, traumatic brain injury mental health
concerns, among others. I also meet regularly with our Medical Ad-
ministration Services regarding benefit criteria, and I am working
with volunteer services to identify additional ways we can support
our veterans and their caregivers.

Through July 1st of this year, North Florida/South Georgia Vet-
erans Health System has received 23 applications for the primary
family Caregiver Support Program. Nine of these applications are
in process; 14 did not meet the program eligibility criteria. Of those
that did not meet the eligibility criteria, six were injured before 9/
11; one is on active duty without a date of discharge; five did not
require the continuous and approved caregiver support services;
and two experienced injuries that were not incurred or aggravated
in the line of duty.

My first application was with a veteran and his wife who live in
South Georgia. He and his wife have been married for a number
of years and have two wonderful children. This veteran experienced
four blast injuries and lost consciousness during mortar blasts. As
a result, he developed severe migraines and seizures. He has con-
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stant headaches. And when the migraines are severe, the pain is
debilitating.

He also experiences post-traumatic stress disorder, traumatic
brain injury, visual impairment, tinnitus, loss of taste and smell,
and multiple other problems. His wife was working full time as a
teacher but has quit her job to take care of her husband full time
at home. She openly states that what she does for her husband is
inspired by the love that they share. She accepts the loss of her ca-
reer with no regrets about her caregiving role. Currently their only
income is from Social Security Disability and his VA benefits. She
and I have discussed that no amount of money could purchase the
type of care that she personally provides for her husband. Their VA
OEF/OIF/Operation New Dawn case managers have been very ac-
tive in this veteran’s care, identifying supportive services for the
whole family.

The wife has shared how thankful she is for the current services
being provided to the family. She has already participated in the
Easter Seals training and felt that it was very beneficial. She is
also very appreciative of the financial support, which will be paid
directly to her.

The application process for the Family Caregiver Program is only
a part of the Caregiver Support Coordinator’s role. I receive and re-
spond to referrals from the VA Caregiver Support Line, and as of
June 30 of this year, I had received over 100 referrals. The major-
ity of these referrals were Vietnam and World War II veterans and
their caregivers. I follow up with these callers within 30 days and
again at 60 days to see if I can provide additional assistance and
offer supportive counseling and referrals for VA and community
services.

I also am involved in community outreach and coordinate care
with agencies that provide additional services and support to the
veterans and their caregivers. In May, I coordinated the eighth an-
nual resource fair held at the VA. These were community agencies
as well as VA services.

Again, I appreciate the opportunity to talk with you today and
would like to thank you for your ongoing support to our veterans
and their families.

Ms. BUERKLE. Thank you very much. At this time, I will yield
myself 5 minutes for questions.

Ms. Frese, I would like to start with you, if you would. If you
could change one thing with this program, where do you see a defi-
ciency or something that needs to be changed?

Ms. FRESE. I think one of the issues is one that Debbie, Ms.
Schulz, mentioned previously in dealing with the determination of
the stipend and the range of hours. So I won’t be redundant on
that, but I think that is something that definitely attention needs
to be brought to.

I think the second thing is the eligibility, the mental health eligi-
bility criteria. The IFR sets a much higher standard for eligibility
with the current Global Assessment of Functioning (GAF) score in
cases involving psychological trauma or other mental health condi-
tions than for any other condition. And there seems to be a dis-
parity in the needs for the mental health compared to the different
physical disabilities that others may be having.
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The amount of hours the family caregivers are providing, I think,
regardless of either the mental health condition or a physical dis-
ability remain the same. There is the need there. And I also hear
from others that because seeing that GAF score and the eligibility
criteria, it has dissuaded many from applying, just not under-
standing that they still may be eligible. And it also can create a
misunderstanding with some of the professionals that they work
with. The education with that eligibility criteria would be greatly
helpful for the family members applying but also for some of the
VA personnel that come into contact with the families, where there
is a need and they would benefit from this program.

Ms. BUERKLE. Thank you.

Ms. Cox, and Ms. Fullerton, what is the biggest complaint that
you hear from both the veterans and the caregivers themselves?
And, how would you suggest remedying them?

Ms. CoxX. I can tell you, in Syracuse, one of the biggest challenges
has been the question about illness versus injury, and right now
in the interim rule, it is specific to an injury that was incurred or
aggravated on or after 9/11. And we do have caregivers that are
providing significant amounts of care to veterans based on an ill-
ness that they may be service-connected for, and under the regula-
tit())n, they are not eligible, so that is what I am hearing the most
about.

Ms. BUERKLE. Thank you. Ms. Fullerton.

Ms. FULLERTON. Quite honestly, ours has been going fairly well.
I haven’t heard any complaints. We focus on the veterans and
working with the caregivers trying to meet their needs. We are
lucky that we have open communication with all the team mem-
bers that we can discuss if there were any issues coming up. I
know that finances is probably the number one concern with these
families, and it is really rewarding to be able to get them help that
way.

Ms. BUERKLE. Thank you.

This is maybe for Ms. Cox and Ms. Fullerton. If a veteran is de-
nied access to the program, is there an appeal process? Do you
know of anyone who has been denied and appealed and was suc-
cessful?

Ms. Cox. I can speak for Syracuse. We have had one that was
denied. I did send a letter to the veteran and the caregiver explain-
ing the appeals process and encouraged them to appeal if they feel
like that is in their best interest. To date, they have not actually
appealed the process.

But I can say that I have worked closely with that family to let
them know about the other services that they may be eligible for.
And at this point, they may not be eligible for the stipend and
some of the enhanced benefits, but we do have other services, like
home-based primary care and home health aides that they could
utilize.

Ms. BUERKLE. Thank you.

Ms. Fullerton.

Ms. FULLERTON. We have had a few denials. I have talked with
the caregivers and the veterans regarding what the denials were
based on. They understand that it is a team decision; that we take
into consideration their primary care, their OEF/OIF case man-
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agers, any mental health providers that are involved in that proc-
ess. When I explain the criteria and the severity of illness and the
need for the essential caregiver, they understand that. I do explain
when they are denied that there is an appeals process, and they
are more than welcome to go through that, and I would help to
walk them through that.

Ms. BUERKLE. Thank you very much.

At this time, I yield to the Ranking Member, Mr. Michaud.

Mr. MicHAUD. Thank you very much, Madam Chair.

When the caregiver is going through the process, do they partici-
pate in the clinical assessment at the start of the process?

Ms. FULLERTON. Actually, my experience I have had one wife
that asked to be part of the clinical evaluation with her primary
care provider, and he welcomed that. You know, they said, by all
means, for them to be there. Most of the providers actually know
the wives and, I say wives—that is who are our caregivers, the ma-
jority of them—know both of them. So they have been very open
to have them part of that.

Ms. Cox. And in Syracuse, we have used a team approach, so
most, actually all, of the veterans that have applied have been
closely case managed by our OEF OIF team. They know them very
well, so we have worked with them and their primary care doctor,
and then if they have other components, like mental health, so we
have done it really as a team to make sure that we are being as
inclusive as possible.

Mr. MICHAUD. But it is not required that you be inclusive?

Ms. Cox. It is not required, but once we receive the initial appli-
cation, the caregiver support coordinator is expected to contact the
caregiver to do an initial assessment within 2 days. So when I do
that, I do elicit from the caregiver the kinds of things that they are
assisting the veterans with so that I can bring that back to the
team and assist with the clinical eligibility.

Mr. MICHAUD. Ms. Frese, have you found it, among the individ-
uals that you talked to, that it is a problem that the caregiver is
not part of the clinical assessment process?

Ms. FRESE. I think it makes the most sense, as you heard again
from Ms. Schulz herself, that the majority of these families, many
of the families have been doing this for an extended period of time
and have a very established treatment team, and so it seems to
make most sense that with the receipt of an application from that
caregiver, that that treatment team would be questioned or in-
volved from the beginning and the caregiver would be part of that.

The surveys that we had sent out and received back, it is not—
that is an inconsistency that we did receive back, that the majority,
there is not an active involvement in working with a team and un-
derstanding where the decision process is coming, how it has been
made, who is involved and coming down to the endpoint of deter-
mining the number of hours of where that came from.

Mr. MicHAUD. Thank you.

Ms. Fullerton, you mentioned that you received a lot of training
from the VA for case workers. However, we heard Ms. Schulz men-
tion in her testimony that the case worker came there and thought
that she was the veteran, so evidently, they did not read the case,
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so I have to question the training, or is it just this one individual
that did not do his or her work?

Ms. FULLERTON. At North Florida/South Georgia, the home-based
primary care team is the one that is going to be doing that initial
assessment and the monitoring. They are very well trained to work
with the veterans and the caregivers in the home. I have talked to
them personally about every veteran that is coming through the
training system that would be coming up, and they have been able
to access the records, and we have talked about what the needs
are. And that is considered a very supportive visit. They have a
template that they would be filling out to make sure the home is
safe and that the veteran and the caregiver understands the train-
ing that they have and if they have any supports with that, but it
is going to be a person that is very familiar with coming into the
home and will know that veteran, if not face to face, will know
their record. We have had two veterans that actually are followed
by home-based primary care, so they are very familiar, which is
nice.

Mr. MicHAUD. I guess I would be concerned hearing Ms. Schulz’
testimony when she did not have a very good home visit and, in
fact, that they didn’t know who the veteran was. I guess that is a
little concerning about the training. Maybe it is just this one indi-
vidual.

My next question actually for Ms. Cox and Ms. Fullerton, as the
VA rolls out its peer support monitoring program over the next
year, whether it is veteran to veteran or caregiver to caregiver, do
you have any suggestions to how the program should be imple-
mented?

Ms. Cox. I guess I would have to think about that a little bit.
But I know that, you know, as social workers and as caregiver sup-
ports programs, we are generally involved in support groups, and
so if we could assist with facilitating or giving input into how those
groups work and what works best that might be helpful. And I
would imagine we would have a piece of assisting in the implemen-
tation.

Mr. MicHAUD. Thank you very much, Madam Chair.

Ms. BUERKLE. Thank you.

I now yield 5 minutes to the gentleman from Michigan, Dr.
Benishek.

Mr. BENISHEK. Thank you, Madam Chairman.

Well, it seems that Ms. Cox and Ms. Fullerton have a little dif-
ferent experience than Ms. Schulz related to us here. I mean, it
sounds as if you are relating to me a much better evaluation than
Ms. Schulz related to us.

Do you have an ongoing communication then, like, more often
than once a month, with the patients? I mean, I just think, from
the testimony, there is a lot of variability here in the care. I just
wanted to know, is there someone here that we could find out more
about that variability in care?

Ms. Cox. I believe Ms. Amdur will talk to the clinical eligibility
and the assessment.

But I can say, in Syracuse, we have had seven applications. So
it is on the—I don’t want to say the lower end, but I really have
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time to be in contact with the caregivers that are applying for the
program in Syracuse.

And I did hear Ms. Schulz’s concerns about the home visit. And
I agree, it really shouldn’t happen like that. But I think we are
working together with the teams and trying to do the best that we
can for the veterans and the caregivers to get them the services
they need.

We also have weekly calls across the Nation, national calls,
where we receive ongoing support and training. And, at the local
level, we have biweekly calls in our network. So we are commu-
nicating with the other caregiver support coordinators, trying to
make sure that we are on the same page.

Mr. BENISHEK. Ms. Frese, do you have any support with a care-
giver support coordinator? I mean, have you worked with people
like Ms. Cox and Ms. Fullerton, in your experience?

Ms. FRESE. I have not had direct contact with the caregiver sup-
port coordinators. In my family’s experience, my mother has com-
pleted the application and has had contact with them. And in vis-
iting with the families, you know, I think

Mr. BENISHEK. You are not very far along in the process, is that
what I am getting from you?

Ms. FRESE. Our family is not, but I think, you know, in hearing
from Debbie as well, VA launched this program quickly. And WWP
has heard from caregivers that the—there have been many positive
actions with the caregiver support coordinators. And that has
maybe been one of the first positive contacts with the VA at that
beginning stage. They were informative in the beginning with the
800-number. Maybe not——

Mr. BENISHEK. Well, yeah

Ms. FRESE [continuing]. The best prepared, but at least the coor-
dinators were informed.

But I think we are looking at—you know, the success of this pro-
gram depends on the framework that has been established. And
the framework has serious holes in it, such as we addressed with
the mental health eligibility and the determination for the stipend.

Mr. BENISHEK. So, then, does every medical center end up having
a caregiver support coordinator then?

Ms. Cox. We do, yes.

Ms. FULLERTON. We have an alternate, as well. So if we are here,
we have an alternate that has gone through the same training and
is involved in the phone calls, so they can kind of step in and be
us for a while.

Mr. BENISHEK. All right. Well, I understand this is all still pretty
new, but I think it is going to involve a little continued monitoring,
as far as I can see, to make sure that the results that you two are
seeing reflect what is going on throughout the system. So I look
forward to continuing oversight of this process.

I will give back the rest of my time. Thank you.

Ms. BUERKLE. Thank you, Dr. Benishek.

I now yield 5 minutes to gentleman from New Jersey, Mr. Run-
yan.

Mr. RunYAN. Thank you, Madam Chair.

And, ladies, thank you for your testimony.
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Ms. Cox, you might have more of a background on this, but I was
curious: As we are trying to find the proper number of hours to
care to disability, is there anything in the private sector, whether
it is county statistics, maybe Alzheimer’s Association, are there or-
ganizations like that that have formulas?

Ms. Cox. Not that I am aware of, to date. And I think that this
program is pretty groundbreaking. I don’t know of other commu-
nity agencies that actually pay a stipend to caregivers to provide
that care. So I am not really aware of a specific formula that would
help identify the——

Mr. RUNYAN. But not so much to—not so tied to a dollar amount,
but just the needs of hours.

Ms. Cox. Uh-huh.

Mr. RunYaN. Not aware of any?

Ms. Cox. Yeah, not that I am aware of.

Mr. RUNYAN. Because I know, dealing with that—I, frankly, have
had two family members have Alzheimer’s disease and pass from
it—I know how difficult that can be. And I currently have one with
dementia that is going through the same deal and also going
through the process, which raises another question.

When you do have a brain injury early on, you may not need
medical treatment for it, but, obviously, as we move down the road
and we age, it is a precursor to early-onset dementia or Alz-
heimer’s, which is going to require things like this. I think having
the ability to—I don’t know if the VA is going to be able to pull
out these numbers and be able to do that type of stuff early on.

But I was just asking, with your background of—they were out
there, and obviously not. And I think that obviously one of the
questions we have, i1s: How do we get this, and how do, you know,
We1 make it across the board? Because there are exceptions to every
rule

Ms. Cox. Right.

Mr. RUNYAN [continuing]. And everybody needs to be treated
fairly. I guess we don’t.

And that is really all I had. I yield back the remainder of my
time.

Ms. BUERKLE. Thank you, Mr. Runyan.

I now yield to the gentleman from Tennessee, Dr. Roe.

Mr. ROE. Thank you.

And thank you all for being here.

And, Ms. Schulz, I read your testimony here, and it is very com-
pelling. But back to what Congressman Runyan is saying, there
probably are some private-sector models if you look, for-profit and
non-for-profit health care organizations that are caregivers. They
don’t provide a technician or a nurse or an LPN, but they go and
they wash clothes and help. So there are probably some models out
there. And I don’t know that that would be helpful, but I would
look.

And, certainly, it is 24/7. I will give you just one brief example
of someone I know who was shot through the neck in 1968, and his
wife was told that he would probably live 7 years. He is still alive.
And he is alive because of his caregiver. She was 19 years old with
an 11-month-old child when that happened. And she is still taking
care of him today.
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And I think, Ms. Frese, your point about including these people—
they are experts. When the professionals like me and the medical
system, told her that her husband would live 7 years and he has
lived over 40, I think I would listen to those folks. So I think that
is a great point you make, that they should be brought in and ques-
tioned about what they have been doing. You obviously have been
doing something right. So I would definitely do that.

What are the biggest hurdles that you have found so far in doing
this? I know, as Dr. Benishek said, this is new territory. So what
is the biggest frustration hurdle you have had so far?

Ms. CoxX. So, just to reiterate, the biggest challenge for me as a
clinician, because I want to support these caregivers and I want
them to have what they need to continue to provide this care, has
been the illness versus injury and that it excludes some caregivers
that provide significant amounts of physical care to our veterans.

Mr. ROE. Okay.

Ms. FULLERTON. I have worked in geriatrics quite a long time,
and I have heard a number of things from the vets that are not
within this 9/11 era and that they are doing the same type
caregiving. And it is a little bit frustrating that this program is not
open to them. I have encouraged them that they will hopefully be
considered at some time.

I make sure that I refer them to as many as services as there
are. They are eligible for the respite program regardless of what
era they are, you know, for in-home respite. So, make sure they
have the supports they can. But to not be recognized financially
has been difficult.

Mr. ROE. I agree with you. I mean, this caregiver that I am
speaking of, she is a hero to me. I mean, she has saved the tax-
payers millions of dollars with the care. She gave up a career.
What is so frustrating for me for her is that, not only is she not
included in this bill, she also couldn’t be in the workforce and gath-
er time with Social Security.

And you know that her husband’s life expectancy—he is about 69
years old now—is not going to be as long as hers will be. And I
don’t know how we make that right, but we need to make that
right. That is something that, when I first heard that situation, I
thought, that is a wrong that needs to be corrected. And I don’t
know how we do that.

But I agree with you, that is one that I have seen personally.
And there probably are many, many others. And that is not taking
care of a veteran who is a senior who has diabetes and so forth.
It had nothing to do with service-connection through an injury that
occurred in—whether it was World War II, Korea, Vietnam, wher-
ever, Desert Storm, it doesn’t matter. So I agree with you.

I thank you all for being here.

And I yield back the balance of my time.

Ms. BUERKLE. Thank you very much.

Unless any of my colleagues have additional questions, thank
you all very much for your testimony here today. You are now ex-
cused.

And, at this point, we will ask our third and final panel to come
to the witness table.



22

Representing the Department is Ms. Deborah Amdur, the Chief
Consultant for Care Management and Social Work for the Veterans
Health Administration. Accompanying Ms. Amdur is Mr. Keith A.
Welsh, the Director of the National Caregiver Support Program.

I welcome both of you today, and we look forward to hearing your
testimony.

Ms. Amdur, you may proceed.

STATEMENT OF DEBORAH AMDUR, LCSW, ACSW, CHIEF CON-
SULTANT, CARE MANAGEMENT AND SOCIAL WORK SERVICE,
VETERANS HEALTH ADMINISTRATION, U.S. DEPARTMENT OF
VETERANS AFFAIRS; ACCOMPANIED BY KEITH A. WELSH,
LCSW, DIRECTOR, NATIONAL CAREGIVER SUPPORT PRO-
GRAM, VETERANS HEALTH ADMINISTRATION, U.S. DEPART-
MENT OF VETERANS AFFAIRS

Ms. AMDUR. Thank you.

Chairwoman Buerkle, Ranking Member Michaud, and distin-
guished Members of the Committee, thank you for the opportunity
to discuss the progress VA has made in implementing the provi-
sions of title I of the Caregivers and Veterans Omnibus Health
Services Act of 2010.

I would like to acknowledge our family caregivers, Ms. Frese and
Ms. Schulz, who came to share their experiences today, and ac-
knowledge the veterans that they provide care for.

With me is Keith Welsh, our National Caregiver Program Direc-
tor.

When we appeared before you in March, you asked us if we
would be providing services and support to families by July. I am
happy to report that we are delivering the benefits and services
created under the Caregivers Act. We are providing family mem-
bers who have taken on the responsibility to be the primary family
caregiver with stipends, and we are training hundreds of family
caregivers to deliver the support our veterans need.

Many VA staff members have worked very hard to get this pro-
gram up and running because we understand the key role that
family members fill in supporting a veteran’s independence and
wellbeing.

Earlier this year, we heard your concerns and the concerns of the
veterans service organizations and revised our plans for imple-
menting the program in response. We made a special effort to be
explicit that eligible veterans with traumatic brain injuries and sig-
nificant mental health challenges would qualify for these benefits.
And we developed a broader set of eligibility criteria consistent
with the law that will allow several thousand veterans to qualify.
We estimate approximately 3,600 veterans and servicemembers
will meet the criteria that we have adopted in the interim final
rule published on May 5th.

Today, we are processing more than 1,400 applications and have
over 300 primary family caregivers who have completed the ap-
proval process, which includes comprehensive training and a fol-
low-up home visit. Once approved, we are providing them with sti-
pends and health care benefits if they are eligible, retroactive to
the date of their initial application.
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VA has trained several hundred family caregivers already, and
we continue to train more every day. Training is available in per-
son at VA medical centers and community locations, through self-
study by book and DVD, and an online option will be available
starting next week.

In implementing this program, we have developed a hybrid
model that has centralized many of the administrative functions
while decentralizing clinical decision-making. This approach en-
sures that our experts in the field are able to focus on addressing
the specific needs of each veteran while delivering consistent
health care and stipend benefits to designated and eligible primary
family caregivers. This approach allows us to monitor the status of
applications across the system. It will also make it easier to iden-
tify any variations that occur in delivery of the benefit.

We have provided comprehensive training to VA caregiver sup-
port coordinators and clinicians who are responsible for deter-
mining a veteran’s eligibility for the program. However, recognizing
that this is a new benefit and effort, VA is monitoring these deci-
sions to ensure that we are consistent in how we apply the pro-
gram criteria.

We are continuing to reach out to eligible veterans and encour-
age them to apply. We have contacted Post-9/11 veterans currently
receiving aid and attendance benefits from VA to recommend that
they submit an application for the Family Caregiver Assistance
Program. We appreciate the Committee’s efforts to help us spread
the word about this program as well.

Looking forward, we will continue to review the public comments
we received concerning the interim final rule. The window for sub-
mitting comments closed on July 5th, and our final rule will either
continue the program as implemented or revise it based upon our
considerations of these comments.

VA will also continue to provide the array of services already
available to eligible and enrolled veterans and their caregivers, in-
cluding such programs and services as home-based primary care,
our caregiver support line, home telehealth, respite care, and our
new caregiver Web site, which provides a wealth of information
and resources for caregivers, veterans, families, and the public.

Evidence-based support programs and a peer-support mentoring
program are in development and will be rolled out over the next
12 months to provide further assistance to our family caregivers.

Although we have only recently initiated this program, we have
received a great deal of positive feedback from veterans and their
caregivers on the services that we are delivering and the support
that VA professionals in the field are providing. We appreciate the
Committee’s support as we continue to work to deliver the benefits
that veterans and their caregivers have earned.

Thank you for inviting me here today to share the progress that
we have made. I am prepared to answer your questions at this
time.

[The prepared statement of Ms. Amdur appears on p. 37.]

Ms. BUERKLE. Thank you very much.

At this time, I will yield myself 5 minutes for questions.

You were here during Ms. Schulz’s testimony. She talked to us
about just receiving the stipend payment with no explanation of
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the benefit or the stipend. And I am interested to hear why that
isn’t explained to the caregiver, how you don’t rationalize or justify
what it is they are being paid and how you are allocating that sti-
pend?

Ms. AMDUR. As our caregiver support coordinators indicated, we
did provide and continue to provide extensive training to those in
the field who are implementing the actual program and benefits.
And we have heard the concerns, and take them very seriously,
that we need to have more transparency in terms of how decisions
are made.

And so we are first reminding our caregiver support coordinators
that they need to make sure that they are sharing very openly with
the family caregivers and the veterans the basis on which decisions
are made. We are also in the process of developing a letter, which
will be included with the letter that is currently sent that notifies
the family caregiver and veteran of their eligibility for the program.
And that will include an explanation of how the determination was
made.

Ms. BUERKLE. When will that be implemented so we can be as-
sured that all the caregiver assistants are receiving this informa-
tion?

Ms. AMDUR. We are really working to implement that imme-
diately. We feel it is extremely important.

The other thing that I think is really essential here is that we
are sure that everybody is well-informed about the appeals process
and the fact that, you know, we are very open to that. Certainly,
we know our clinicians are very interested in hearing if there are
concerns about the eligibility assessment process and are very sup-
portive of individuals appealing the decisions and reconsidering
them.

I do want to let you know that we, as I said, have concerns about
inter-rater reliability: 152 medical centers; we want to ensure that
these criteria are being implemented across the board in an appro-
priate manner. So we do have a quality assessment measure under
way. We have asked alternate clinicians to review not just the eli-
gibility assessment forms that have been completed but also the
medical records in order to compare whether they would reach the
same conclusion as the team that has done the initial assessment.

I can share with you the results of our initial assessment of 50
records. Eighty-four percent were consistent with the eligibility and
had no difference in the tier level.

Sixteen percent of them had a difference in the tier level that
was determined, but, actually, it was in the veteran’s favor. And
this is what we expected. I mean, we know that our clinicians want
to do the best possible for all of these veterans and their caregivers,
so it wasn’t surprising to us that they may have ranked something
higher than a second review.

There were three that were scored lower. We have looked into
those cases. One of them we felt, you know, there were serious con-
cerns and have asked for a reconsideration of that particular case.

Ms. BUERKLE. Thank you.

In the instance where the veteran is denied and then they ap-
peal, I understand there is an appeals process. Is it the same re-
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viewing body that goes through the criteria? Or does it go to a
higher level, as it would in a court?

Ms. AMDUR. It does. VA has a clinical appeals process that has
been in existence for a long time, and it is that process that we are
using. The case is reviewed by the chief of staff at the medical cen-
ter and clinicians that he or she will determine should be involved
in that. But they are not the clinicians who made the original de-
termination.

Ms. BUERKLE. Thank you.

Ms. AMDUR. If the family is still uncomfortable with that deci-
sion, we then will bump it up to the VISN level and eventually to
Central Office, where we would convene a board to re-review.

Ms. BUERKLE. Thank you.

There are a lot of concerns that have been raised regarding the
fact that this stipend and this reimbursement to the caregiver
should be made retroactive because the VA failed to enact this in
a timely manner pursuant to the statute. And, I just would like to
have you speak to that issue.

Ms. AMDUR. We have had that issue reviewed. It has been dis-
cussed and under consideration. You know, my understanding at
this point was that the determination was that we would backdate
to the time of the initial applications.

But, certainly, we will, along with other things, look at that as
well, because it is one of the comments that we received in the
commentary on the IFR. We are taking those very seriously. They
are under review at this point, and we will certainly respond to
them in our response with the final rule.

Ms. BUERKLE. I see my time has expired. Just one quick ques-
tion.

If you are talking about—is that a case-by-case, making it retro-
active? Or is that just—that would be something, you look at all
the comments and you make the decision that, no, everyone should
be reimbursed retroactively because it wasn’t their fault that this
was delayed?

Ms. AMDUR. I think we would absolutely make a decision like
that consistent across the board.

Ms. BUERKLE. Thank you very much.

I yield now to the Ranking Member, Mr. Michaud.

Mr. MicHAUD. Thank you very much, Madam Chair.

In reading the Paralyzed Veterans of America’s written testi-
mony, they question the commitment the VA has to this particular
program, citing lack of funding in 2012. Trying figure out exactly
what the money is, it is hard to figure out. Can you tell us what
the budget request is and how you arrived at that number?

Ms. AMDUR. Certainly.

In our 2012 budget, our projected need was for $158 million. It
was based upon our calculations of the potential number of individ-
uals that would be eligible and the services and benefits that would
be provided to them, as well as inclusion of services and benefits
that would be provided under the provision of the law for general
caregivers.

We are looking on a regular basis in terms of our rate of new
applications that we are receiving. We will be in a better position
to make a firm determination once we get closer to the end of this
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fiscal year. But we have been assured that we will have that
amount of funding and what is needed in order to be in full imple-
mentation in 2012.

Mr. MicHAUD. And would you be able to provide the Committee
the number of requests that you receive for services when you have
the final number?

Ms. AMDUR. Absolutely. I would also be very happy, sir, to come
on a regular basis and brief all of you, if that would be helpful to
the Committee.

Mr. MicHAUD. I asked the other panel—and there is no policy,
or it is not in the rules, but are family caregivers able to partici-
pate in the in-person clinical assessment? It appears that they have
been, but, here again, this might not be consistent throughout the
VA system. Do you see a problem with making that a part of the
process?

Ms. AMDUR. Not at all. I think that our clinicians do recognize
that the family caregivers have extremely valuable information in
terms of what the care needs of that individual veteran are and
that we really need to be getting their input.

As our caregiver support coordinators shared, I mean, many of
these families are very well known to our clinical teams. They have
been working with them for many years, in some cases. And so I
think that they really do know and understand and are regularly
communicating with the family caregivers.

But we will absolutely make sure that that message is sent out
loud and clear, that their input needs to be considered and they
need to participate in that evaluation process, yes.

Mr. MICHAUD. You had mentioned, as did the previous panel,
about the comprehensive training that VA employees receive. What
is really astonishing, though—and I heard Ms. Schulz’s testimony
about her home visit; it wasn’t what she thought it would be. I
mean, just one of the basic things I still can’t get over is where
someone mistook her for the veteran. That seems to be very basic.
Evidently, he didn’t even read what he was supposed to, and so I
would question the training, or is it this just one employee that——

Ms. AMDUR. I, too, found that extremely concerning, believe me.
As a clinician, you know, who has done home care, I know the im-
portance of certainly making sure you are well-read in terms of the
case and the individual that you are visiting and know and under-
stand as much as you can about the situation before you go into
that home.

And, you know, one of the things that we have relied on our col-
leagues in the veterans service organizations is, when they do hear
about cases like this—and we greatly appreciate her sharing this—
it gives us an opportunity to go back to that particular facility and
really look at what their internal systems are.

In general, I think that we certainly have received some very
positive input in terms of the home visits, descriptions that they
felt that the team that came in or the individual that came in was
a true ally to them, that they felt a great sense of understanding;
it was very validating to have somebody in the home really recog-
nize what their experiences have been.
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So, you know, important, again, to go back to those individual
situations where the experience is not what it should be and an op-
portunity to retrain and revisit how they are implementing.

Mr. MicHAUD. Thank you very much. I think that is extremely
important, because I have also heard a lot of positive comments
from caregivers as far as the program. But you always are going
to get individuals out there who are not doing what they should
have been doing, and those are the ones that will tend to be high-
lighted over and over again. So I am very glad to see that you are
taking it seriously in trying to solve the problem before it gets
worse.

Ms. AMDUR. Absolutely. Thank you.

Mr. MicHAUD. Thank you.

I yield back, Madam Chair.

Ms. BUERKLE. Thank you very much.

I now yield to the gentleman from New Jersey, Mr. Runyan.

Mr. RUNYAN. Thank you, Madam Chair.

And thank you for your testimony.

I just wanted to revisit, really, two questions. One previously I
think had been asked, but the other one dealing with home inspec-
tions and it being an opportunity for a caretaker, in the comfort of
their own home, to really have a lot of our stakeholder input in it.

Ms. AMDUR. Yes.

Mr. RUNYAN. I don’t know if it was you or one of the other panel-
ists mentioned a checklist. You know, that is all great, but it is the
interaction, the ability to take these ideas back to the VA and real-
ly know the needs. Obviously, the VA has the needs; that is the
checklist. But we need to expand that.

Is there a process there to have that implemented?

Ms. AMDUR. Oh, absolutely. And I think that the majority of our
folks who are out there doing these home visits are well-seasoned
clinicians who are, on a regular basis, in veterans’ homes and do
understand the importance, that this is not a policing activity; they
are there to really sit down with that veteran and family caregiver,
talk about where they are, what they need, are there other services
that we need to bring in that home, other equipment.

And, you know, again, I am alarmed at what was shared, but we
also have folks who are really sharing with us, on blogs and emails
and so forth, that they have found an experience that was quite dif-
ferent, which is what we certainly would promote.

Mr. RUNYAN. Thank you.

And going back to the same question I asked Ms. Cox, about
finding, you know, everybody has their own needs, whether it is
hours or something else—in your testimony, you brought up your
partnership with Easter Seals. And are there statistics out there
from non-profits, you know, publicly available statistics that say,
this is how many hours a day we spend with a person in this condi-
tion?

Ms. AMDUR. Actually, the National Alliance for Caregiving com-
pleted a study of caregivers of veterans, which was published in
January of this past year. And that has been extremely helpful for
us, because it did provide us with some data, not just about care-
givers in general, but about veteran caregivers. I believe, in that
study, the average amount of time that a family caregiver was pro-
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viding care, direct care, was about 20, 21 hours a week, if I recall.
But, you know, there are studies out there, and we certainly are
looking at them and also getting input from our family caregivers.

One of the things, though, that is important to us is that we
don’t want our family caregivers to feel that they have to report
hours to us. That is not what is intended here. There is a process,
an assignment of a stipend amount, the idea being that they don’t
need to be reporting those hours on a regular basis. That doesn’t
mean we don’t want to take into account the amount of hours that
they are providing. But, again, you know, this is something in rec-
ognition of the overall sacrifices that they are making.

Mr. RUNYAN. Very well. And mostly because they are usually on
call 24 hours a day because they happen to be in the home, which,
frankly, saves us millions, billions of dollars a year.

Ms. AMDUR. Without question.

Mr. RUNYAN. Thank you very much.

I yield back the balance of my time.

Ms. BUERKLE. Thank you very much.

If there are no further questions, I move that Members have 5
legislative days to revise and extend their remarks and include ex-
traneous materials.

Without objection, so ordered.

Once again, on behalf of the Health Subcommittee, I would like
to thank all of you for being here today and for your testimony.

We will continue to monitor the progress of the VA regarding the
Caregivers Assistance Program. As we have consistently said, time
is of the essence, because our men and women deserve this. They
deserve us to act responsibly and to provide for the folks who are
willing to give them care in their home and maintain that high
level of care that Dr. Roe spoke of, we need to be there for them
quickly—yesterday, pretty much.

So we will continue to monitor this. We will have another hear-
ing probably within the next 3 months, and we will stay on top of
this so we can assure our veterans and the people who need our
services that they will get them.

Thank you all very much. This hearing is now adjourned.

Ms. AMDUR. Thank you.

[Whereupon, at 5:29 p.m., the Subcommittee was adjourned.]
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Prepared Statement of Hon. Ann Marie Buerkle, Chairwoman,
Subcommittee on Health

Good morning. The Subcommittee will come to order.

Four months ago today, this Subcommittee held our first hearing of the year to
discuss why the Department of Veterans Affairs (VA) had failed to implement the
caregiver assistance program as required by Public Law 111-163.

At that hearing, it was clear to me that VA must go back and address serious
deficiencies with the Department’s initial implementation plan, particularly the
strict eligibility requirements, and get this important program up and running.

Today, we meet again to determine the progress the Department has made in the
intervening months to adjust its implementation plan and do right by our veterans
and their caregivers who have already given so much.

In response to the concerns of Members, advocates and stakeholders, VA changed
its eligibility requirements and expedited the implementation of caregiver benefits
by publishing an Interim Final Rule (IFR) on May 5, 2011. The IFR allowed the
Department to accelerate the Federal rulemaking process by immediately imple-
menting the program prior to the consideration of public comments and issuing a
final rule.

As the daughter of a full-time caregiver, I understand the profound impact injury
can have not only on the injured, but also on his or her loved ones.

Time is of the essence for these families—many of whom have sacrificed their per-
sonal, professional, and financial security in order to take on full-time caregiving re-
sponsibilities for their veteran family member. We owe it to these men and women
to get it right and we will not rest until we do.

Today, we will hear from Debbie Schulz, a full-time caregiver for her son Steven
who was injured in Iraq in 2005. She will speak to her experience applying for and
obtaining services from the VA.

We will assess the actions VA has taken to date to meet the intent of the law
and the changes that need to be considered prior to issuing the final rule.

Thank you all for being with us this morning. I am very much looking forward
to our discussion.

I now yield to the Ranking Member, Mr. Michaud, for any opening statement he
may have.

———

Prepared Statement of Hon. Michael H. Michaud, Ranking Democratic
Member, Subcommittee on Health

Thank you, Madam Chair.

I would like to thank you for holding today’s hearing on Public Law 111-163, the
Caregivers and Veterans Omnibus Health Services Act of 2010. Today’s hearing fol-
lows up on a March 11, 2011, Subcommittee on Health hearing on this very same
issue where concerns were raised regarding the delays in the rollout of the imple-
mentation plan, the narrowing of criteria for eligibility of these benefits, and next
steps.

At the beginning of July, the Department of Veterans Affairs issued its very first
payments to family caregivers of veterans. These family caregivers were the first to
complete their caregiver training under the program of Comprehensive Assistance
for Family Caregivers, and VA will send out more than $430,000 in stipend pay-
ments to nearly 200 recipients this month alone.

I am pleased that veterans and caregivers are finally beginning to receive some
of the services required by P.L. 111-163, and I am pleased that the criteria for eligi-
bility for these benefits have been expanded to be more in line with the original in-
te}zont of Congress. However, I would like to hear more from our witnesses today
about:

(29)
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How the plan is being implemented in the field;

What issues remain;

What oversight is being conducted from Central Office; and

How we can ensure that this program is successfully implemented so that vet-
erans and their caregivers receive these critical benefits without further delay.

The testimony we received contained many concerns with the interim final rule
and I would like to hear more from VA on incorporating some of these suggestions
in the final rule.

Madam Chair, thank you again for holding this hearing, the second in a series
of hearings to assist in our oversight of the implementation of P.L. 111-164. As we
cont(iinue to monitor this issue, we will work to actively engage VA as we move for-
ward.

I yield back.

———

Prepared Statement of Debbie Schulz, Friendswood, TX

Chairman Buerkle, Ranking Member Michaud, and Members of the Sub-
committee,

Thank you for allowing me to share with you my experience with VA’s implemen-
tation of the comprehensive caregivers assistance program. Thank you too for your
leadership in pressing VA to implement this important law so that congressional in-
tent is fully realized. Much progress has at last been made, though—based on my
experience and what I have heard from other caregivers whom I've met over the
years since my son’s injury—I believe VA will need to go further.

As a caregiver for my son, Steven K. Schulz, USMC ret., I cannot adequately ex-
press how important this program will be to his ongoing recovery and continued
well-being. If fully and properly implemented, the law will assure that he will be
able to stay in his home with age-appropriate supports and his family will be able
to continue to provide the care that Steven needs on a daily basis. Because of Ste-
ven’s severe brain injury, incurred in 2005 while serving in Iraq, I have not re-
turned to my employment as a high school teacher. While this has allowed Steven
the benefits of being cared for at home rather than in a long-term care facility, it
has been a financial hardship to our family, and has diminished my retirement ben-
efits. The implementation of the caregiver assistance program has brought both joys
and concerns. The joys are that the program is up and running, the application
process was easy and well advertised, and each VA has a point of contact for care-
givers. As one mom of a veteran 8 years post injury said, “Out of all the applica-
tions, assessments, programs we have been involved with in the past 8 years, this
was the easiest, least stressful for us to date.” I have several concerns, though.
Given that many caregivers have left the workforce, I'm particularly concerned
about VA’s implementation of the stipend. VA’s methodology to determine the num-
ber of hours of caregiver assistance required for purposes of a monthly stipend pay-
ment is very flawed. VA has also set an artificial cap that limits a stipend to a max-
imum of 40 hours per week. This is concerning for the many caregivers who provide
nearly round-the-clock care. I also see evidence of disparity between VA facilities
and how provisions for CHAMPVA services are administered. Like many other care-
givers, I've also been concerned about the limited access to information on how clin-
ical decisions regarding the program are made as well as a dearth of information
on how to appeal any determination under the program—whether it is a question
of basic eligibility or a VA determination that a veteran only needs a very limited
number of hours of caregiving per week.

Life Before and After Injury

But first I want to share with you some background information about my son
and his injuries. My son, Steven K. Schulz, was injured April 19, 2005 in Fallujah,
Iraq, when an improvised explosive device went off outside the Humvee in which
he was riding. He was 20 years old, unmarried, and my oldest son. The resulting
traumatic brain injury was severe and life-altering. We have been on a bumpy road
of recovery for the last 6-plus years. I say “we,” because it has been a family effort
to assure that Steven has gotten the supports and treatment he needed. I hope that
explaining the gravity of his injuries will illustrate how critical the proper imple-
mentation of this important law is, not just for Steven Schulz but for many, many
other veterans and their families whose lives have been turned upside down after
sustaining severe injuries.

Steven’s brain injury has left him with many physical and cognitive deficits. He
has profound weakness on his left side, with no functional use of his left arm. He
walks slowly and with assistance of a service dog, cane, or person. He cannot sus-
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tain walking longer than three blocks, over lawns or uneven terrain, if multiple
flights of stairs are encountered, or in very busy environments. He is blind in his
right eye due to shrapnel, and his brain does not perceive the left field of vision
(hemionopsia). This leaves him with a very narrow visual field and monovision. Ste-
ven uses a wheelchair for long distances and when he is not wearing his adaptive
equipment at home, but because of the profound weakness of his left side, moving
in a wheelchair is very slow and inefficient, and assistance is required. Because of
his vision deficits, he is not a candidate for a motorized wheelchair.

Steven’s thinking is slower, his thought process takes longer and initiating and
sustaining conversation or ideas is difficult. Due to his frontal lobe damage, his im-
pulse control, although much improved since immediately after injury, often causes
him to say aloud any thoughts or ideas prior to filtering, even if the thought is
mean, insensitive, or vulgar. His affect is often very flat and without expression,
and he has difficulty interpreting social cues. His speech is difficult to understand
as he talks rapidly and does not enunciate very well. Steven’s attention span is very
short. Although it has improved over the years, he still cannot attend to a 30-
minute television show. Steven can read, but no longer enjoys it. He has some mem-
ory problems. The ability to initiate activities was severely altered. Because of this
initiation problem, Steven has to be guided through most all activities of daily life.
Without the ability to think, “what do I do next,” being left alone is very problem-
atic. Steven does not feel comfortable being left alone more than 30 minutes.

What about the future? Since very early in his rehabilitation, Steven has told his
therapist that he wants the normal things, “a wife, children, and to drive a car.”
He now accepts that he will likely never drive a car because of his visual deficits,
but he is still looking for that wife. We have seen marked improvements from the
early injury, but we are realistic about the dream of returning to his pre-injury self.

How has my life changed? Prior to his injury on April 19, 2005, I worked as a
special education teacher at Friendswood High School. Before I started teaching, I
had worked as a psychiatric social worker for 9 years for the State of Texas. Both
of these careers prepared me for some of the realities of traumatic brain injury, but
not the realities of becoming a caregiver. My husband, 51 and I, 49, were preparing
to become “empty nesters,” were sprucing up our house, and generally doing well
when the blast occurred. TBI affects the whole family for a very long time, most
likely a lifetime. My daughter, Elaine, was 18 years old, in her first year of college,
and my youngest son, Clay, was 15 years old, a sophomore in high school when that
bomb blasted. This type of injury changes a family. They went from typical teens
to mature beyond-their-years young adults. I became Steven’s primary caregiver, ad-
vocate, life skills coach, chauffer, secretary, bookkeeper, teacher, drill instructor,
medical assistant, physical/occupational/speech therapist and his mom. That blast
changed the fabric of our family.

My Experience with the Caregiver Assistance Implementation

I applied for the Caregiver Program on May 9th, the first day it was available.
I was called by Steven’s social worker at the Houston VA and reminded that the
program was accepting applications, and had seen reminders on many social net-
work sites, and in some veteran related media. Getting the application online was
easy and equally easy to complete. I faxed the application to make sure it arrived
promptly. As I was filling out the application I knew that my health insurance was
being terminated, but I didn’t have a firm date. When I asked the social worker if
I should indicate that I have insurance or instead explain that it was being termi-
nated. I was instructed that I could not apply for CHAMPVA unless I was without
insurance. The CHAMPVA document I received clearly stated that you are not eligi-
ble for CHAMPVA if you have access to insurance through COBRA. That alarmed
me since I could theoretically obtain COBRA coverage, but the astronomical cost
would make eating unaffordable.

Within several days of applying for the caregiver program, I received a phone call
saying the application had been received and the next step was to complete a train-
ing program, and then a home visit. The only training available to me at that time
was a home-based workbook, which was fine with me, because frankly, after care
giving for 6 years the thought of sitting for 2 days hearing things I had already been
taught was not appealing. The workbook was fine, but again a redundancy and
somewhat insulting to have to complete. I would strongly suggest that future appli-
cants be “grandfathered” as trained if they have been caregivers for several years.
Let me acknowledge, though, that one of my fellow caregivers (7 years post-injury)
went to the classroom training and very much enjoyed meeting fellow caregivers.

On May 15, I received notice that my health insurance had been terminated effec-
tive April 30, 2011. I notified the social worker and she had me fax the termination
letter to her and she forwarded it to the application center. The disturbing implica-
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tion here is that I was led to believe that I was not eligible for CHAMPVA until
I had a lapse in coverage.

The most disturbing aspect of the whole process was the home visit. The RN sent
to assess our home did not even know who the veteran was. When I introduced my-
self to the RN and told him Steven was not yet home as he had gone out with his
brother and would be back shortly, the RN asked, “Steven is your caregiver?” The
RN clearly had not read any medical records pertaining to this home visit. Later
in the interview, he went on to lecture me about how I must take care of myself,
but offered no solutions aside from asking my family to “relieve me of my burden.”
The home assessment made sure we had smoke detectors, that I knew about infec-
tion control, that I knew about nutrition and meal preparation, and that I had been
instructed in the proper care of a catheter. Steven had not had a catheter since his
earliest hospitalization, and never as an outpatient. This kind of inept assessing did
not inspire confidence. My understanding was that the home visit was to assess
b}(l)th veteran and caregiver for needs. That was certainly not accomplished during
that visit.

About a week later, I received verbal confirmation that I was approved for the
program with no other details available at that time. This lack of detail was upset-
ting, because I had no way of knowing how the determination had been made, if
it was accurate, or if I had recourse to appeal the decision if it was adverse in any
way. I certainly did not know who had made the decision. I was hopeful that the
evaluation and determinations had been made by Steven’s treatment team who has
worked with him over the last 6 years, as they have a fairly clear idea of his needs.
July 1st I received my CHAMPVA card and booklet. July 5th I received my first
stipend check. As of this writing I have not received written notice of how many
hours were deemed appropriate. Guessing by the stipend amount, Steven was in the
upper tier, but the fact that I have to guess, when others have been provided that
information, illustrates the lack of consistent information provided from one VA
medical center to another.

Concerns

When Steven first came home from the hospital, he needed 24/7 care. Not because
he was on a ventilator, had a feeding tube, or was unable to move or speak, but
because his thinking was so confused that he forgot his leg was not working, or he
could not figure out what to do. He needed assistance to use the bathroom every
2 hours around the clock for the first year. I share this with you because setting
an artificial cap of 40 hours per week assumes that the caregiver actually stops pro-
viding needed care because 40 hours has been reached. Luckily for us, we trained
Steven’s bladder and brain to “sleep through the night” again. But that is just one
example of why, the VA must address that often times 40 hours is not enough for
the veteran. For veterans who do have ventilators, feeding tubes, or cannot move
or speak, they still must be attended to throughout the night. Their issues will not
learn to sleep through the night. For those caregivers, I ask that their struggle be
properly quantified by the VA and the caregiver assistance program.

Social media has been a wonderful avenue for veterans and caregivers to connect
with others and alleviate their social isolation and share information about benefits,
programs, and ways to navigate the systems of DoD/VA/TRICARE. Because of all
this sharing, the disparities between how programs are administered often become
very apparent. VA programs have been rife with regional disparities of how services
are delivered. I would like to say that this new program is free of such disparities
but that is not the case. Already, within our VISN I can report one caregiver re-
ceived a full documentation as to the stipend she would receive; her secondary care-
givers were interviewed and given ID cards. I have not gotten such documentation
and the secondary caregiver I put on the application has not had any VA notifica-
tion at all. These are small items, but within a 200-mile radius, vastly different ex-
periences. The biggest disparities seem to be in how veterans are rated to quantify
how many hours will be assigned to a caregiver. One example, a veteran with the
same injury as Steven, a severe TBI, but he made a better physical recovery, can
walk further with a cane, has better balance, can drive locally, but has PTSD issues
on top of TBI cognitive issues. He was allowed 10 hours of caregiving a week. How
can 2 hours a day Monday thru Friday be enough time for this veteran? Never mind
the weekend when oversight and care is still needed. For veterans with “safety and
supervision needs” 10 hours cannot be appropriate.

With finances an ongoing struggle, I'm of course very happy and relieved to be
receiving a stipend. It will make an enormous difference. But I am concerned about
other caregivers. The VA’s methodology for determining roughly how much care a
veteran needs is crude at best. In our case, it resulted in “scoring” Steven’s needs
at a relatively high level. But, I believe, that this is because he needs assistance
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with respect to both physical limitations as well as cognitive and behavioral chal-
lenges. Since VA’s scoring methodology calls for aggregating each different impair-
ment, his “score” would generally be higher than for another veteran with TBI who
is limited “only” in a few cognitive and behavioral domains. The fallacy in this
methodology is that a veteran with TBI whose extreme lack of judgment, for exam-
ple, makes him a safety-risk is not simply a safety-risk for 10 hours a week. Care-
giver-friends of mine in this situation must be almost constantly at the veteran’s
side. Yet the way in which the VA regulation calls for determining the extent of
needed-caregiving, for purposes of determining the amount of the caregiver stipend,
fails to recognize that the potentially overwhelming nature of a traumatic brain in-
jury, for example, may require full-time caregiving whether or not it manifests itself
in many different kinds of limitation or impairment.

One dear friend, Cheryl Lynch, founder of American Veteran’s with Brain Inju-
ries, and a mother of a veteran with TBI proposes a simple, yet brilliant way of solv-
ing the issues of stipend calculations: differentiate between “some of the time,”
“most of the time” and “all of the time.” Apply these terms to the veteran, do they
need help/oversight some of the time, most of the time, or all of the time? Develop
a check list around the ADL’s (activities of daily living) and IADL’s (independent
activities of daily living), and answer the question, “does the veteran need assist-
ance in this area some of the time, most of the times, or all of the time.” “Some
of the time” would be someone who can get dressed and do many of his tasks on
his own, yet needs to have ‘someone’ available for oversight and in case things go
wrong. “Most of the time” would be someone like Steven who without oversight can-
not function day to day. “All of the time” would be someone who without the help
of others cannot function hour to hour. I also think that there is room to have
spaces in between so the veteran would be moved to the higher rating because of
specifics, like seizures, suicide risks, safety, etc. A rating like this would also elimi-
nate the artificial setting of an hourly rate. The need for flexibility in ratings is cru-
cial, because veterans with TBI, PTSD, or mental health issues may have flare-ups
in their conditions resulting in decreased abilities. Right now there does not seem
to be consistent application as to why VA considers any particular veteran to need
10 vs. 25 vs. 40 hours of caregiving, and that is a BIG problem.

In closing, let me thank you on behalf of my family and other caregivers across
the country for your sincere efforts to make this program a success. The problems
I've highlighted can be solved. Doing so will not only strengthen this important pro-
gram, but improve the well-being of our wounded warriors.

Thank you for the privilege of testifying. I would be happy to answer any ques-
tions you might have.

——

Prepared Statement of Anna Frese, Director, Warrior Support Program,
Wounded Warrior Project

Chairman Buerkle, Ranking Member Michaud, and Members of the Sub-
committee,

Thank you for inviting Wounded Warrior Project to testify today regarding the im-
plementation of the caregiver assistance program. The program’s success is impor-
tant to me not only as the Director of Wounded Warrior Project’s (WWP) Family
Support Program and liaison to our family caregivers, but also as a long time advo-
cate for my brother Eric whose injuries in Iraq led to his need for round-the-clock
care due to severe brain injury.

While caring for severely wounded warriors—sometimes for years and without as-
sistance—many caregivers have left their jobs, exhausted savings, and suffered tre-
mendous strain to their own health in order to provide the very best care for their
loved ones. The need to provide caregivers access to mental health services, respite
options, health coverage and some modest financial support has been real and press-
ing.

Let me acknowledge the critically important role this Committee has played—not
only in shaping the caregiver law—but in jump-starting and accelerating a process
that in the last weeks began providing long-awaited help to numbers of families. We
are equally grateful for your insistence that VA’s plan complies fully with the law.

I was honored to appear before this Committee at a hearing in June 2009 on
“Meeting the Needs of Family Caregivers of Veterans” and explain how drastically
our family’s life was changed by my brother’s injuries and his total-care needs. My
parents are one of the many families who have hoped for years for the establish-
ment of a caregiver-support program. As the program has been implemented, how-
ever, they experienced some real ambivalence.
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My family’s experience is telling. They did not apply immediately as others had,
but delayed because of concerns about one rigid aspect of the VA program. VA re-
quires home visits every 3 months to monitor the veteran’s well-being. In my fam-
ily’s case, however, a VA-provided speech therapist works with Eric twice weekly
in the home. With those visits and Eric’s seeing his VA primary care physician and
three other VA-provided physicians routinely every 2 to 3 months, VA is certainly
able to confirm his well-being. My family questioned the need under the cir-
cumstances for additional home visits by new staff who don’t know Eric or the fam-
ily. Ultimately, they did finally apply but the home-visit issue frankly still rankles.
Their application is still in process.

Overall, I know VA faced challenges in implementing this new program, and that
many dedicated staff worked hard to launch it. The process has gone relatively
smoothly for numbers of families, while some have encountered problems. I have
worked with many others who are still in limbo, waiting for applications to be proc-
essed and unsure of what comes next.

But I'm really most concerned about VA’s implementing regulation (which governs
the determination and delivery of benefits to caregivers) because it still fails to get
some issues right. As a result, some families will likely be shut out; others will like-
ly not get the level of help the law requires. What is quite clear is that the rules
discouraged many from even applying.

Let me acknowledge that VA’s implementing rule is a marked improvement over
its initial implementation plan. But unfortunately that regulation needs a lot more
work. Let me illustrate by discussing several of our concerns with VA’s eligibility
crilterig, inconsistency in how eligibility is determined, and how the stipend is cal-
culated.

Eligibility Criteria and Mental Health

As you know, traumatic brain injury and PTSD are the signature wounds of this
war. Many of the problems I hear about regarding VA’s implementation are from
wives and moms of warriors with those invisible wounds. Typically, because of the
severity of one or both of those conditions—these family members feel they can’t
leave their warrior alone. Each case differs. But often, the warrior lacks full cog-
nition or judgment to be fully aware of danger. In other instances, a warrior’s be-
havior may be erratic, may be marked by lack of impulse-control, or might even re-
flect a level of anxiety such that the individual sleeps with a weapon under his pil-
low or otherwise leaves family fearful of possible suicide-risk. In these kinds of in-
stances, a family member typically stays with the veteran for much of the time to
ensure the warrior’s safety. Where those behaviors are due to traumatic brain in-
jury, VA’s eligibility rule appears to cover such circumstances. But in instances
where that same safety risk or other similar problem is due to PTSD, depression
or anxiety, it seems much less likely that VA will provide caregiver assistance under
its new rules.

In contrast, the law very clearly addresses circumstances involving the veteran’s
safety or related vulnerability. It states that a need for caregiver assistance can be
based on a veteran’s “need for supervision or protection.” That criterion would ad-
dress the full range of situations I've described. But in the case of a veteran who
has PTSD, depression or anxiety, VA has unnecessarily established a separate,
much more restrictive rule. In the case of a veteran with PTSD or other war-related
mental health condition, VA’s rule says the veteran must be bedridden, delusional,
or virtually suicidal to be eligible for caregiver-assistance. And unlike a veteran
with a physical impairment, who may be eligible if only a few hours of help daily
are needed, a veteran with a mental health condition must require “constant super-
vision.” This kind of disparity is not only unfair, it is inconsistent with the provi-
sions (if the caregiver law which draw no distinction between TBI and PTSD, for
example.

Clinical Determinations

A second area of concern is how VA’s eligibility criteria are being applied at med-
ical centers around the country. WWP recently conducted a survey to understand
the experience of families who have applied for assistance under the new caregiver
program. Among the findings, the survey responses suggest that there is variability
from facility to facility as to who determines a veteran’s need for caregiver assist-
ance, as well as frequent failure to communicate to caregivers how these eligibility
determinations are made. Asked their understanding of who determines a veteran’s
need for caregiver-assistance, more than one in five caregivers expressed the under-
standing that it was the primary care physician; one in four responded that it was
the clinical team; while more than four in ten were unsure. Almost one in five re-
spondents indicated that VA has not explained the process or criteria they will use
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to determine the veteran’s need for caregiving assistance. Feedback from caregivers
going through the application process suggests that the breakdown in communica-
tion 1s not only occurring between VA and veterans and their caregivers, but also
between VA Central Office and the field.

Let me share one example. For the past several years, a caregiver has provided
almost constant care and supervision for her husband who suffers from PTSD, trau-
matic brain injury, and persistent short-term memory stemming from injuries. The
caregiver submitted an application for caregiver assistance when it became available
on May 9th and was contacted for the first time by a nurse practitioner on May
20th and advised that the application had been denied. The nurse, without either
reviewing the veteran’s medical records or consulting the veteran’s longstanding
care team, “determined” on the basis of the veteran’s compensation and pension ex-
amination records that he didn’t need assistance in performing activities of daily liv-
ing—and thus concluded, accordingly, that he was not eligible. Among the many er-
rors involved was to overlook the fact eligibility could be based solely on a need for
supervision or protection, and that these decisions are to be made by an inter-
disciplinary team.

The veteran’s occupational therapist was surprised by the decision and lack of dia-
logue, and drove to the VAMC for an in-person meeting with the nurse practitioner,
after which the eligibility decision was ultimately reversed. While this story ended
favorably, it offers a stark illustration of problems other families have encountered
with vague VA rules on clinical eligibility determinations. In this instance, but for
a very dedicated and well informed occupational therapist and psychiatrist, this cer-
tainly could have ended differently, with much greater distress and headache for the
caregiver and veteran.

Another survey respondent’s experience highlights the risk of error in what may
be a too-brief clinical assessment. Let me quote:

“My husband was interviewed by his VA physician, but I was not allowed
to go in and assist him and help him remember things and help give an
accurate picture of his functioning and health. His physician had only seen
him a couple of times, we were told this was the reason he was going in for
an interview | assessment. The assessment was supposed to provide the un-
derstanding of my warrior’s needs. Since I was not there, and my warrior
does not recall the entire interview, I do not know if the doctor really got
a good understanding of the situation.”

Appeals

While the above-cited cases may be outliers, they do raise the question, how can
a veteran or caregiver appeal an adverse medical or legal decision. The imple-
menting regulation is completely silent on this important issue. Yet it is essential
that VA establish systematic recourse for those caregivers and wounded warriors
who may be unduly denied benefits. Initial feedback WWP has received from care-
givers indicates that they are unaware of where to turn in the event that they dis-
agree with a VA determination. This is an issue VA must address as more veterans
and their caregivers apply for this benefit, particularly given the potential for error.

Stipend Calculations

Another particularly problematic area relates to determining the amount of a sti-
pend VA will provide a family member designated as the primary caregiver. Since
many caregivers can no longer work outside the home and often care for their loved
ones on a full-time basis, the stipend was to provide some modest level of financial
assistance (tied to the area wage rate of a home health aide).

The law directs VA to develop a methodology for calculating the amount of a sti-
pend which is to be based on the amount and degree of personal care services the
family member provides. But the scoring methodology VA has developed is deeply
flawed, particularly for those whose need for caregiving is based on a need for su-
pervision and protection. In other words, the methodology does not provide a reli-
able tool for gauging the caregiving needs of a veteran with traumatic brain injury,
PTSD, or depression.

Specifically, under VA’s criteria, a veteran’s need for caregiver assistance is rated
on a scale of 0—4 for each of seven criteria associated with need for assistance with
activities of daily living and the need for supervision. With respect to each criterion
(such as need for assistance in performing a particular activity of daily living; hav-
ing difficulty with planning and organizing; or posing a safety risk), VA clinicians
are to assess the degree to which the veteran needs assistance in that particular
domain, from having no need for assistance (scored as “0”) to needing total assist-
ance (scored as “4”). The number of hours of caregiving-assistance a warrior needs
is determined based on how high they score on these measures.
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A couple of illustrations may be helpful. Take the case of a veteran who sustained
a severe traumatic brain injury in an IED blast, but after a lengthy rehabilitation
is able to independently perform all activities of daily living and has no serious cog-
nitive deficits. In this case, the lasting impact of his TBI manifests itself in severe
mood swings and sometimes aggressive and violent outbursts. Because he is unable
to control these behaviors, even with the assistance of medication, he is unable to
work and his wife accompanies him everywhere. She helps him avoid the problems
his behavior may cause, get to his medical appointments and maintain some level
of social interaction.

In another case, a veteran has lost several buddies after multiple tours to Iraq,
and suffers now from severe chronic depression. While he has no physical limita-
tions, he is utterly without energy, has difficulty even getting out of bed, cannot con-
centrate on tasks, and experiences feelings of hopelessness. Medications have not al-
leviated his symptoms, he is largely homebound, and his mother maintains virtually
full-time watch to be sure that he doesn’t harm himself.

Applying VA’s current rating scale, in both cases the veteran might score a “4”
based on total inability to self-regulate, perhaps another “4” based on safety risk,
and another “4” based on inability to plan or organize. In each case, though, with
no other pertinent areas of needed assistance, the total score would be “12.” The
VA rule, however, states that a veteran with an aggregate score between 1 and 12
is presumed to need only 10 hours/week of caregiver assistance. The rule makes no
allowance for rebutting that presumption.

These examples are real; let me share the frustration expressed by one of the re-
spondents in our caregivers’ survey as she explained that the scoring system fails
to take into account the gravity of her husband’s needs:

“I was told that my husband scored in the low Tier level I, with an 11. This
only allows 10 hours [of caregiving] a week, approximately $426 a month.
I don’t agree with this because my husband needs continuous supervision
due to his TBI, PTSD, mental health and also sometimes 2-3 days a week
requires bed rest due to physical pain. So 10 hours a week is like about 1.42
hours a day. I have to help him remember to take medications 3 times daily,
assist with cooking, driving, medical appointments, just overall supervision
for his safety. 10 hours a week is nowhere near the time I spend caring for
him.”

These scenarios clearly reflect how important it is that VA revises the current sti-
pend-calculation methodology. What is clear is that requiring a high aggregate score
across multiple criteria makes no sense when a single deficit or impairment may
dictate a need for total care. Does it make any sense, for example, that a veteran
who cannot be left alone at all for safety reasons—and has no other limitations—
should be deemed to need only about an hour and a half of caregiving help daily?

It is not unusual that a veteran who has sustained a severe traumatic brain in-
jury, for example, may regain lost function in many domains, have no physical limi-
tations, and may still need to have a loved one close by on a more or less full-time
basis because of a single issue—whether it is erratic behavior, severely impaired
judgment, or safety. In the case of a veteran whose condition creates a need for su-
pervision or protection it makes little sense for VA to assume that a need for full-
time caregiving can only exist when the veteran has multiple needs. This system
reflects a fundamental underestimation of both traumatic brain injury and mental
health conditions like PTSD.

The problems with the stipend actually go deeper. Even in circumstances where
a veteran is deemed to need total assistance, VA sets a cap on the stipend amount—
limiting any caregiver’s stipend based on the presumption that 40 hours a week of
care would be provided. VA’s rule does not address the fact that our wounded war-
riors’ needs rarely conform to a 9-5 business day, and makes no provision for those
additional hours of likely needed caregiving.

We understand that the intent of this cap is that caregivers shouldn’t have to
work unreasonably long hours, and that additional care would be provided by oth-
ers, such as home health aides. Yet the rule is silent on this. Can caregivers count
on it? Even if VA were generally to provide such assistance, veterans and caregivers
who reside in rural areas are not likely to have access to such sources of care. Given
these realities, we have urged VA to revisit the issue and lift the cap where needed
so thit (‘;he stipend amount more reasonably reflects the hours of caregiving actually
provided.

Program strengths and weaknesses

While WWP believes that VA must make changes to its final regulation (and sub-
mitted extensive recommendations on July 5th in response to VA’s Federal Register
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notice regarding its VA’s interim final rule), we also recognize the progress VA has
made over the past several months in launching this multi-faceted program.

Many caregivers who responded to our survey commented favorably on the ease
of filing the initial application and the timeliness with which VA had made contact
with caregivers and veterans after the initial submission. VA did make training ac-
cessible to caregivers by providing the option of using a self-guided workbook. This
tool offered an easy approach to clearing a requirement. But the workbook was sim-
plistic, and for those seeking more specialized instruction it was disappointing. It
would be helpful in the future for VA to ascertain early-on what individual training
needs a caregiver-applicant has, and tailor training to meet those needs.

Among those surveyed who had reached the stage of a VA home assessment,
many respondents commented that VA employees had been professional, thorough,
and appeared to be genuinely invested in the health of both the veteran and the
caregiver. One respondent characterized the home visit as the most positive inter-
action she has had with VA employees to date.

Yet despite these positive experiences, caregivers tended to have greater frustra-
tion with what appears for many to have been regarding the different steps involved
in processing their application, who is making decisions, how decisions will be made,
and how erroneous decisions can be reviewed and reversed. We commend VA for the
substantial improvements they have made since releasing the initial implementa-
tion plan, but also urge the Department to carefully consider the issues we have
raised today as well as the much more detailed comments WWP submitted to the
Federal Register. VA must still correct serious flaws in its interim regulation in
0§dir tlo ensure that this program fulfills the intent of the Congress and the promise
of the law.

In closing, WWP looks forward to working with VA and with this Committee in
bridging these gaps.

———

Prepared Statement of Deborah Amdur, LCSW, ACSW, Chief Consultant,
Care Management and Social Work Service
Veterans Health Administration, U.S. Department of Veterans Affairs

Chairwoman Buerkle, Ranking Member Michaud, and distinguished Members of
the Committee, thank you for the opportunity to discuss the progress the Depart-
ment of Veterans Affairs (VA) has made in implementing the provisions of title I
of Public Law 111-163, the Caregivers and Veterans Omnibus Health Services Act
of 2010 (the Act).

When we appeared before you in March, we provided an update on VA’s Imple-
mentation Plan for this program and our expected way ahead. We heard the con-
cerns you and the Veterans Service Organizations raised about the eligibility cri-
teria we were considering, and we worked to revise the criteria to include a broader
population of veterans.

We are pleased to report that the Family Caregiver program is fully operational
and that primary family caregivers have begun receiving stipend payments for the
support they are providing to veterans. On May 5, 2011, VA published an Interim
Final Rule (IFR), which implemented the Family Caregiver Program of the Care-
givers and Veterans Omnibus Health Services Act of 2010. The public comment pe-
riod for the IFR closed on July 5, 2011, and we are reviewing the comments we re-
ceived to determine if any changes to the IFR are necessary. Our final rule will ei-
ther continue the program as implemented in the IFR or revise it based upon our
consideration of the comments.

My testimony today will discuss the eligibility criteria VA is using for this pro-
gram under the IFR; the training and application process, as well as an update on
our progress in these areas to date; and other benefits and programs VA is offering
and will be offering to caregivers of veterans.

Eligibility Criteria

Under the statutory and regulatory program now in effect, to be eligible for bene-
fits under the Family Caregiver program, Veterans must have incurred or aggra-
vated a serious injury (including traumatic brain injury, psychological trauma, or
other mental disorder) in the line of duty on or after September 11, 2001. These
veterans must also be in need of personal care services because of an inability to
perform one or more activities of daily living (i.e., bathing, eating, dressing,
toileting), or require supervision or protection based on symptoms or residuals of
neurological impairment or injury. Servicemembers who are undergoing medical dis-
charge with an identified date of discharge are also eligible for support under this
program. Servicemembers and veterans must require the assistance of a caregiver
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for a period of at least 6 months to qualify. Veterans cannot receive simultaneous
personal care services from another party; for example, a veteran could not receive
home-health-aide services 24 hours a day, 7 days a week and receive support
through the Family Caregiver program. Veterans must agree to receive care from
a VA-designated primary care team so that the VA can appropriately support these
veterans and family caregivers. After conducting a thorough analysis of VA’s records
and assessing the current veteran population, VA estimates that approximately
3,600 veterans and servicemembers may be eligible for benefits under the Family
Caregiver program.

VA also included specific criteria in the IFR to ensure veterans with a traumatic
brain injury or neurological impairment would be eligible to receive benefits. These
criteria include a need of supervision or assistance because of seizures, difficulty
planning or organizing information, deficits in sleep regulation, delusions or halluci-
nations, memory deficits, or problems with mood regulation, such as agitation or ag-
gression.

Processing Applications and Training Caregivers

VA began accepting applications for the new Family Caregiver program on May
9, 2011. During the first week, we assisted more than 625 veterans, servicemembers
and family members in applying for new benefits under the program. Through June
29, 2011, VA has 1,259 applications in process and had approved stipends for 182
veterans. As of July 8, VA had processed 176 stipend payments totaling over
$430,000 for primary family caregivers; this includes stipend payments for the sup-
port these caregivers have provided since May 9, 2011. The tracking device VA de-
veloped to monitor pending applications allows us to pinpoint where any application
is in the process and to identify geographic or demographic trends. Based on the
limited data available, Family caregivers are overwhelmingly women (92 percent),
spouses (67 percent), and between 26 and 64 years old (45 percent between 26—40,
and 43 percent between 41-64). The 10 facilities with the highest number of appli-
cations in process are Fayetteville, NC; Dallas, TX; Jackson, MS; Durham, NC;
Puget Sound, WA; Augusta, GA; Orlando, FL; Houston, TX; San Antonio, TX; and
Washington, DC.

We have been working through the local Caregiver Support Coordinators to reach
out to eligible veterans and servicemembers in the community to encourage them
to apply. Post 9-11 veterans currently receiving VA’s Aid and Attendance benefit
due to injury in the line of duty have been contacted and encouraged to apply for
the new caregiver program. Veterans and family members must submit a joint ap-
plication, which can be accomplished in person, by mail, by phone (1-877-222—
VETS [8387]) or online (www.caregiver.va.gov). Additional support and information
is also available through the National Caregiver Support Line (1-855-260-3274).
Within three business days of having received an initial application, the Caregiver
Support Coordinator, at the veteran’s preferred VA medical center, will contact the
veteran and the primary family caregiver to assist with completing the application
process and schedule required training. This training is necessary before any addi-
tional benefits can be provided to the primary family caregiver. VA has partnered
with Easter Seals to provide comprehensive Caregiver Training to family caregivers
of eligible post-9/11 veterans as authorized by the law. Easter Seals brings more
than 90 years of experience in helping people with disabilities and special needs,
and we are very pleased to partner with such a renowned organization.

Training may be completed in any of three ways: by attending a family caregiver
training session conducted at a local VA medical center or community location; by
self-study using a workbook and DVD that is mailed to the family caregiver(s); or
by completing the training online; the online training will be available by July 15,
2011

More than 450 family caregivers have completed their training since the begin-
ning of June, and we continue to train more caregivers every day so they can better
support their loved one and begin receiving the benefits included in the law.

Once the family caregiver training is complete, a VA clinician will visit the vet-
eran’s home. This visit is designed to ensure that the primary family caregiver and
veteran have everything they need to be successful in the home setting. Our clini-
cians are trained to do this in a supportive and encouraging manner. One family
caregiver described this home visit as follows: “All in all, the home visit was as
painless as the rest of the process, and in fact it was comforting to have someone
in my home to see what else I could do to help my husband ...”

Once the home visit is complete, the primary family caregiver will begin receiving
a monthly stipend based on the veteran’s level of need. The primary family care-
giver may also be eligible for health insurance through the Civilian Health and
Medical Program of the Department of Veterans Affairs (CHAMPVA), provided that
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the primary family caregiver is not already entitled to care or services under a
health plan contract. VA is making the stipend and health insurance benefits retro-
active to the date of initial application. Our expectation is that the entire process,
from initial application to the delivery of benefits, will be complete within 30 days.

We will continue to conduct well-being visits every 90 days or as clinically indi-
cated. These visits, like the initial home visit, will be performed in a supportive
manner. The visits are designed to evaluate the veteran’s and the primary family
caregiver’s physical and emotional state. VA clinicians conducting these visits may
make recommendations for additional training, support, equipment or other services
in the best interest of the veteran.

Other Benefits and Programs

In addition to the benefits specific to the primary family caregiver of veterans (the
stipend, health care coverage through CHAMPVA, mental health services, and at
least 30 days of respite care), VA offers a number of benefits and services to all care-
givers of veterans. VA’s National Caregiver Support Line, mentioned briefly above,
has responded to more than 9,000 calls from veterans and family members since it
was activated in February 2011. This Support Line, staffed by clinical social work-
ers, provides immediate and highly responsive access to information for caregivers,
and can help coordinate local support through the Caregiver Support Coordinator
at each VA medical center. These Coordinators are able to offer additional assist-
ance by connecting veterans and family members with both VA and non-VA re-
sources. Since April 1, 2011, every VA medical center has had a full time dedicated
Caregiver Support Coordinator in place.

VA’s home-based care programs are well-established and have been supporting
veterans in the community for many years. Home-based primary care is a unique
program that provides comprehensive long-term primary care through an inter-
disciplinary team that visits the homes of veterans with complex, chronic disabling
diseases or injuries for which routine clinic-based care is ineffective. Another recent
initiative is the Veteran-Directed Home and Community-Based Care program,
which provides veterans of all eras the opportunity to receive services in a veteran-
centered manner that allows them to avoid institutional placement while continuing
to live in their homes and communities. VA operates this program in collaboration
with the Administration on Aging under the Department of Health and Human
Services.

Veterans and their caregivers who are in need of close monitoring of vital signs
or frequent communication with a health care team can benefit from home tele-
health services. Telehealth offers the possibility of treating chronic conditions cost
effectively while contributing to patient satisfaction.

General education and training are also available to all caregivers. VA routinely
offers in-person educational support for caregivers of veterans undergoing discharge
from an inpatient stay at a VA facility and teaches techniques, strategies, and skills
for caring for a disabled veteran. We offer instruction and specialized training in
several specialty areas, such as traumatic brain injury, spinal cord injuries or dis-
orders, and blind rehabilitation. The Caregiver Support Program has provided mul-
tiple national education and training to VA staff throughout the country and to a
wide range of Federal, State and local organizations.

Our respite care programs are available to any caregiver of a veteran. All vet-
erans are eligible for 30 days of respite care per year, and this respite care can be
provided at home or in an institution. Respite care provides the caregivers of vet-
erans with a needed break to relieve the demands of caring for a chronically ill, in-
jured, or disabled family member, and to prevent caregiver burnout. In fiscal year
2010, more than 12,000 veterans and caregivers received respite care through VA.
More than 7,500 of these veterans received respite care in home, and more than
4,700 received care in a nursing home at VA expense. Adult Day Health Care Cen-
ters also provide respite care in a safe environment with constant supervision.

VA launched a new Web site on May 31, 2011, www.caregiver.va.gov, which pro-
vides a wealth of information and resources for veterans, families and the general
public. The Web site has had over 63,000 hits, totaling over 400,000 pages viewed
since its launch. This site provides information on local and national resources, com-
mon veteran conditions, caregiver self-care, and other topics identified as important
by caregivers.

Evidence-based support programs and a peer-support mentoring program are in
development and will be rolled out over the next 12 months to provide further as-
sistance to the family caregivers of veterans.
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Conclusion

Although we have only recently initiated this program, we have received a great
deal of positive feedback from veterans and their caregivers on the services we are
delivering and the support VA professionals in the field are providing. For example,
one caregiver described the application and evaluation part of the program by say-
ing, “The process has been incredibly painless and very quick, which has been a
huge breath of fresh air ... .” We know there is room for continued improvement,
and we appreciate the opportunity to hear from you and the other witnesses at to-
day’s hearing to determine how we can make this program even better. Thank you
for inviting me here to testify today to do that. I am prepared to answer your ques-
tions at this time.

——

Prepared Statement of Adrian Atizado, Assistant National Legislative
Director, Disabled American Veterans

Madame Chairwoman and Members of the Subcommittee:

On behalf of the more than 1.2 million members of the Disabled American Vet-
erans (DAV) and its Auxiliary, thank you for inviting our organization to submit
testimony for this important oversight hearing on the Department of Veterans Af-
fairs (VA) proposed interim final rule (IFR) to implement title I of the Caregivers
and Veterans Omnibus Health Services Act of 2010, Public Law (P.L.) 111-163.

As you may be aware, DAV submitted comments to the IFR and it is with sincere
appreciation that we have this opportunity to share our comments, concerns, and
recommendations. We believe VA’s effort in proposing rules to implement a national
caregiver support program is commendable. Nonetheless, we believe the program as
proposed will fall short of its Congressional mandate without a number of signifi-
cant changes.

Based on VA’s advances in medicine, health technology, expansion of home care
and the Department’s push to provide the highest quality of care to veterans in the
least restrictive setting to achieve rehabilitation, recovery, and community re-
integration, today’s VA health care and the delivery of such care have shifted the
burden, cost, and responsibility for some levels and types of care onto sick and dis-
abled veterans, their families and other loved ones.

Without proper training and support, family caregivers and veterans receiving
care from family caregivers can incur greater emotional, physical, and financial
strain. Families have been brought to the verge of bankruptcy and ruin. Such ad-
verse impacts would affect the quality of care and quality of life of caregivers and
care recipients, as well as other family members and loved ones. We believe a strong
and flexible VA family caregiver program can provide caregivers the support they
need and allow veterans to remain in their own homes—a much healthier outcome
for the victims of war, their families, and for VA as well.

We urge this Subcommittee to continue its strong oversight of this critical pro-
gram and to ensure VA meets two required reports to be submitted to the House
and Senate Veterans’ Affairs Committees not later than 2 years after the effective
date (January 30, 2013) on a comprehensive annual evaluation on implementation
and on the feasibility and advisability of expanding caregiver assistance under title
38, United States Code (U.S.C.), §1720G(a) to caregivers of veterans seriously in-
jured in the line of duty prior to September 11, 2001. In addition, we urge Congress
to provide sufficient program funding to help make this program a success.

Effective date of benefits provided under 38 U.S.C. §1720G

We note that public comments have been submitted to VA on the issue of effective
date for benefits provided under 38 U.S.C. §1720G. We believe Section 101(a)(3) of
P.L. 111-163 is pertinent and provides that the amendments made by this sub-
section shall take effect on the date that is 270 days after the date of the enactment
of this Act (January 30, 2011).

VA proposes the effective date of its rule is May 5, 2011. (76 Fed. Reg. at 26148).
The Department provides further clarification under 38 § CFR 17.40(d), “[Claregiver
benefits are effective as of the date that the signed joint application is received by
VA or the date on which the eligible veteran begins receiving care at home, which-
ever is later. However, benefits will not be provided until the individual is des-
ignated as a family caregiver.” Additionally, “[T]he stipend ... due prior to such des-
ignation, based on the date of application, will be paid retroactive to the date that
the joint application is received by VA or the date on which the eligible veteran be-
gins receiving care at home, whichever is later.”

In statutory interpretation, if “the plain meaning of a statute is discernable, that
‘plain meaning must be given effect.”” Johnson v. Brown, 9 Vet.App. 369, 371 (1996)
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(quoting Tallman v. Brown, 7 Vet.App. 453, 460 (1995)); see also Brown v. Gardner,
513 U.S. 115, 119 (1994). “Determining a statute’s plain meaning requires exam-
ining the specific language at issue and the overall structure of the statute.” Gard-
ner v. Derwinski, 1 Vet.App. 584, 586 (1991) (citing Bethesda Hosp. Ass’n v. Bowen,
485 U.S. 399, 403-05 (1988)), affd sub nom. Gardner v. Brown, 5 F.3d 1456
(Fed.Cir. 1993), affd, 513 U.S. 115 (1994). Because the plain reading of the P.L.
111-163 is unambiguous, we believe the effective date of benefits provided under
38 U.S.C. §1720G should be January 30, 2011.

Eligibility requirements for the family caregiver program

VA proposes a veteran or servicemember be eligible for benefits and services pro-
vided under 38 U.S.C. §1720G(a) if the individual meets requirements under 38
U.S.C. §1720G(a)(2)(A) and (B), and all three elements under (C). However, the law
clearly defines an eligible individual as one that meets requirements under 38
U.S.C. §1720G(a)(2)(A) and (B), and only one of the three elements under (C).

Under 38 U.S.C. §1720G(a)(2), to be eligible for a program of comprehensive as-
sistance for their family caregivers, an individual must: (A) Be a veteran or member
of the Armed Forces undergoing medical discharge from the Armed Forces, and; (B)
have a serious injury (including traumatic brain injury, psychological trauma, or
other mental disorder) incurred or aggravated in the line of duty in the active mili-
tary, naval, or air service on or after September 11, 2001. In addition, the individual
must be in need of personal care services because of one of the following: (i) An in-
ability to perform one or more activities of daily living; (i1) A need for supervision
or protection based on symptoms or residuals of neurological or other impairment
or injury; or (iii) Such other matters as the Secretary considers appropriate.

VA on the other hand, proposes to define an eligible veteran for the family care-
giver program under 38 U.S.C. §1720G(a)(1), to mean a veteran or servicemember
who is determined to be eligible for a Primary and Secondary family caregiver. VA
provides further clarification that to be eligible for a Primary and Secondary family
caregiver under this rule, VA proposes the veteran or servicemember meet all re-
quirements under 38 CFR §71.20 (a) through (g).

DAV disagrees strongly with this proposal. In requiring a veteran or service-
member to meet all of the conditions under 38 CFR §71.20, VA’s proposal goes be-
yond the plain reading of the law and imposes a more restrictive criteria that will
result in fewer veterans in urgent need being deemed eligible for the benefits of the
law. This proposed stricture will serve to deny benefits to deserving veterans.

We strongly recommend VA revise its proposed definition of an “eligible veteran”
for the purposes of this benefit, and accordingly to revise its proposed eligibility cri-
teria.

In addition, we voiced our concern that VA’s interpretation of the proposed defini-
tion in individual cases may mean a veteran with a serious illness other than those
specifically listed may be excluded from eligibility for family caregiver benefits, even
if he or she meets all other requirements as proposed in the IFR. Such an outcome
would be inequitable and not in keeping with the intent of Congress in enacting this
benefit for those who nearly gave the ultimate sacrifice in combat deployments,
training accidents and in contracting serious diseases in the line of duty or while
performing military duty.

Veterans and servicemembers this program was intended to benefit have been
and continue to be described as those who are, “wounded, ill, and injured.” From
the recently established programs within the Department of Defense (DoD), such as
the Recovery Coordination Program (RCP), established by Section 1611 of the fiscal
year 2008 National Defense Authorization Act, to the VA Federal Recovery Coordi-
nation Program (FRCP), wounded, ill or injured servicemembers, and their families
have been the target population to provide comprehensive assistance.

We also believe Congress intended this program for those veterans and service-
members who are “seriously ill.” The Joint Explanatory Statement of P.L.. 111-163
states, “[TThe Compromise Agreement also includes an authorization for appropria-
tions that is below the estimate furnished by the Congressional Budget Office. The
lower authorization level is based on information contained in a publication (Eco-
nomic Impact on Caregivers of the Seriously Wounded, Ill, and Injured, April 2009)
of the Center for Naval Analyses (CNA).” This report was written “[t]lo estimate the
economic impact on caregivers of the seriously wounded, ill, and injured (WII),” at
the request of the Principal Deputy Assistant Secretary of the Air Force for Man-
power and Reserve Affairs who was tasked by the Joint DoD/VA Wounded, Ill, and
Injured Senior Oversight Committee.

Subsequent to the passing of P.L. 111-163, VA’s press release dated February 9,
2011, (New and Enhanced VA Benefits Provided to Caregivers of Veterans), which
quotes Secretary of Veterans Affairs Eric K. Shinseki declaring, “[claregivers make
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tremendous sacrifices every day to help veterans of all eras who served this Nation
... They are critical partners with VA in the recovery and comfort of i/l and injured
veterans, and they deserve our continued training, support and gratitude.” (Empha-
sis added.)

Furthermore, VA’s June 4, 2009, testimony before the House Veterans’ Affairs
Subcommittee on Health, discussing the Department’s programs and support of fam-
ily caregivers states, “[claregivers deliver essential services to seriously injured vet-
erans and servicemembers and VA continues to support these compassionate pro-
viders as they help our wounded, ill and injured heroes regain and maintain
health.”

Accordingly, we recommend VA adding the term “seriously ill” as considered
under 38 U.S.C. §1720G(a)(2)(B) and accordingly to revise its proposed eligibility
criteria.

Definition of “in the best interest” of the veteran or servicemember

In citing 38 U.S.C. §7120G(a)(1)(B), (“[T]he Secretary shall only provide support
under the program required by subparagraph (A) to a family caregiver of an eligible
veteran if the Secretary determines it is in the best interest of the eligible veteran
to do so0.”), VA proposes the following:

[Iln the best interest means, for the purpose of determining whether it is
in the best interest of the eligible veteran to participate in the Family Care-
giver program under 38 U.S.C. 1720G(a), a clinical determination that par-
ticipation in such program is likely to be beneficial to the eligible veteran.
Such determination will include consideration, by a clinician, of whether
participation in the program significantly enhances the eligible veteran’s
ability to live safely in a home setting, supports the eligible veteran’s poten-
tial progress in rehabilitation, if such potential exists, and creates an envi-
ronment that supports the health and well-being of the eligible veteran.

38 CFR §71.15. We read this proposal to mean the “in the best interest” test in-
cludes that the following criteria must be met: (1) Participation in the program sig-
nificantly enhances the eligible veteran’s ability to live safely in a home setting; (2)
Participation in the program supports the eligible veteran’s potential progress in re-
habilitation, if such potential exists; and (3) Participation in the program creates an
environment that supports the health and well-being of the eligible veteran.” (Em-
phasis added.) (38 CFR §71.15)

DAV takes no issue with the proposed criteria 2 and 3. However, we take issue
with the proposed criteria. 1. First, the “significantly enhances” criterion is ill-de-
fined. The discussion on this criterion in the IFR and the proposed regulation does
not provide for, or define, a measurement system or scale to express the degree to
which the “significantly enhances” standard is or is not met.

Second, the goal of this program is, “[tlo ensure the veteran is able to live in a
residential setting without unnecessary deterioration of his or her disability, and
safe from potential abuse or neglect.” 76 Fed. Reg. at 26148. (See also the Joint Ex-
planatory Statement of P.L. 111-163, “[Tlhe overall caregiver support program for
caregivers of eligible [Operation Enduring Freedom] or [Operation Iraqi Freedom]
veterans would authorize VA to provide training and supportive services to family
members and certain others who wish to care for a disabled veteran in the home
and to allow veterans to receive the most appropriate level of care.”)

We believe criteria 2 and 3 subscribe to the aforementioned goal as described in
the IFR based on certain terms such as “[s]upports the eligible veteran’s potential
progress ... if such potential exists,” and “creates an environment that supports ...”

However, we believe criterion 1 proposes an unreasonable standard beyond the
goal of the program. For example, comparing criterion 1, “[plarticipation in the pro-
gram significantly enhances the eligible veteran’s ability to live safely in a home set-
ting,” to the program’s goal “[tlo ensure that the situation [occurs in which a] vet-
eran is able to live in a residential setting without unnecessary deterioration of his
or her disability, and safe from potential abuse or neglect.” Criterion 1 is clearly a
higher standard.

In addition, when determining whether benefits and services from VA’s medical
benefits package will be provided to an eligible veteran, 38 CFR §17.38(b) states:

“[Clare referred to in the ‘medical benefits package’ will be provided to indi-
viduals only if it is determined by appropriate health care professionals
that the care is needed to promote, preserve, or restore the health of the
individual and is in accord with generally accepted standards of medical
practice.
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(1) Promote health. Care is deemed to promote health if the care will enhance the
quality of life or daily functional level of the veteran, identify a predisposition
for development of a condition or early onset of disease which can be partly
or totally ameliorated by monitoring or early diagnosis and treatment, and
prevent future disease.

(2) Preserve health. Care is deemed to preserve health if the care will maintain
the current quality of life or daily functional level of the veteran, prevent the
progression of disease, cure disease, or extend life span.

(3) Restoring health. Care is deemed to restore health if the care will restore the
guali}y of life or daily functional level that has been lost due to illness or in-

We note VA does not impose any form of the “significantly enhances” criterion to
provide care, yet it is a requisite consideration veterans and their family caregivers
must meet in order to participate in these benefits. DAV believes this imposes an
unnecessarily high standard and undue burden on the veteran, servicemember, and
family caregivers of these individuals.

We recommend VA revise its proposed regulation to include a measurement sys-
tem or scale to express the degree to which the “significantly enhances” standard
is or is not met, or else remove the pertinent phrase entirely.

“In the best interest” as a requirement for eligibility of a veteran or
servicemember

As previously mentioned, VA proposes that to be eligible for benefits under 38
U.S.C. §1720G(a), a veteran or servicemember must meet all requirements under
38 CFR §71.20, including subsection (d). (“[A] clinical determination has been made
that it is in the best interest of the individual to participate in the program”) (Em-
phasis added). VA further clarifies and designates the “in the best interest” deter-
mination as a medical determination in citing 38 U.S.C. 1720G(a)(1)(B). (76 Fed.
Reg. at 26149). (“[VI]A concludes that determinations of ‘in the best interest’ must
be clinical determinations.”).

DAV is concerned with VA’s proposed use of the “in the best interest” determina-
tion as an eligibility requirement and its designation as a clinical determination.

According to the language of the law, we believe the “in the best interest” deter-
mination is to be performed on an eligible veteran. (“[IIf the Secretary determines
it is in the best interest of the eligible veteran...”) (Emphasis added). Furthermore,
the purpose of using the “in the best interest” determination is to satisfy a condition
that would require VA to provide support under 38 U.S.C. §1720G(a) to a family
caregiver of a veteran or servicemember, and not for the purposes of determining
eligibility of the veteran himself or herself for the benefit.

Regarding the designation of “in the best interest” determinations as clinical de-
terminations, DAV notes the proposed regulation does not explicitly characterize the
“in the best interest” determination to be a “medical determination.” However, we
believe VA is at least strongly implying the phrase “clinical determination” as analo-
gous to “medical determination,” according to 38 CFR §20.101(b), which in turn may
import implications for a veteran’s procedural and appellate rights in the case of an
adverse decision.

Current regulations stipulate the Board of Veterans’ Appeals (BVA) jurisdiction
over eligibility issues outlined under 38 CFR §20.101(b):

[TThe Board’s appellate jurisdiction extends to questions of eligibility for
hospitalization, outpatient treatment, and nursing home and domiciliary
care; for devices such as prostheses, canes, wheelchairs, back braces, ortho-
pedic shoes, and similar appliances; and for other benefits administered by
the Veterans Health Administration.

However, because VA’s proposal makes eligibility determinations contingent upon
a medical determination (presumably to be made by a Veterans Health Administra-
tion clinician), it is in conflict with 38 CFR §20.101(b), which also states:

[M]edical determinations, such as determinations of the need for and appro-
priateness of specific types of medical care and treatment for an individual,
are not adjudicative matters and are beyond the Board’s jurisdiction. Typ-
ical examples of these issues are whether a particular drug should be pre-
scribed, whether a specific type of physiotherapy should be ordered, and
similar judgmental treatment decisions with which an attending physician
may be faced.

Congress broadly divested all Federal courts but the United States Court of Ap-
peals for Veterans Claims (CAVC) and the United States Court of Appeals for the
Federal Circuit of jurisdiction to review any “questions of law and fact necessary
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to a decision by the Secretary under a law that affects the provision of benefits by
the Secretary to veterans.” 38 U.S.C. 511(a).

The question of a veteran’s eligibility for benefits administered by the VA is sub-
ject to a question of law and fact necessary to a decision by the Secretary and is
therefore subject to one review on appeal to the Secretary, where final decisions on
such appeals shall be made by the BVA. (38 U.S.C. §§ 7104, 7105, 7108)

Based on VA’s proposed regulation, however, should an appeal be perfected based
on a denial of eligibility due to a “medical determination,” it may preclude review
by the BVA and thus obviate appellate review by CAVC. (38 CFR 20.101(b)). We
believe such an outcome would be antithetical to the purposes of the act, and in-
deed, would not be in the best interest of the severely disabled veterans this law
aims to serve.

Proposed definition of “personal care services” and their use in calculating
the amount of monthly stipend

The law defines “personal care services” to mean, “[slervices that provide the vet-
eran the ... [a]ssistance with one or more independent activities of daily living [and]
[alny other non-institutional extended care (as such term is used in section
1701(6)(E) of this title). 38 U.S.C. §1720G(d)(4). 38 U.S.C. §1701(6)(E) further pro-
vides, “[N]oninstitutional extended care services, including alternatives to institu-
tional extended care that the Secretary may furnish directly, by contract, or through
provision of case management by another provider or payer.” (Emphasis added).

VA proposes to define personal care services as, “[Clare or assistance of another
person necessary in order to support the eligible veteran’s health and well-being,
and perform personal functions required in everyday living ensuring the eligible vet-
eran remains safe from hazards or dangers incident to his or her daily environ-
ment.” (38 CFR §71.15).

DAYV believes VA’s proposed definition is inadequate. In its discussion, VA limited
the scope used to define the term “personal care services,” thus limiting its defini-
tion and other elements of the family caregiver program that are contingent upon
its definition. These elements include identifying the personal care services required
by the eligible veteran, education and training of family caregivers to meet those
needs, and calculation of the monthly stipend.

VA indicates the statutory term “independent activity of daily living,” [d]oes not
have a commonly understood usage or meaning,” and interprets the phrase to mean,
“[plersonal functions required in everyday living to sustain health and well-being
and keep oneself safe from hazards or dangers incident to one’s daily environment.
(76 Fed. Reg. at 26149).

DAV agrees that “independent activity of daily living” is not a commonly used
phrase; however, based on the context of the statute, the goal of this program, and
VA health care programs and services that allow disabled veterans to remain in the
community, we believe it is reasonable for VA to include in its proposed definition,
services that provide the veteran assistance with Activities of Daily Living and In-
strumental Activities of Daily Living.

“Activities of daily living” are defined as, “[elveryday routines generally involving
functional mobility and personal care, such as bathing, dressing, toileting, and meal
preparation.” Stedman’s Medical Dictionary 30, 22 (28th ed. 2006). Instrumental Ac-
tivities of Daily Living are defined as: “more complex and demanding activities of
daily living required for more independent living[,] ... includ[ing] using the tele-
phone, traveling, shopping, preparing meals, doing housework, taking medications
properly, and managing money.” Stedman’s Medical Dictionary 942, 1724 (28th ed.
2006).

Furthermore, to define “other non-institutional extended care (as such term is
used in section 1701(6)(E) of this title),” VA cites 38 U.S.C. § 1701(6)(E) as the statu-
tory authority for the Department to provide non-institutional extended care and
states that it provides non-institutional care services to enrolled veterans (and as
provided in 38 CFR 17.36(a)) through VA’s medical benefits package, which include
but are not limited to “noninstitutional geriatric evaluation, noninstitutional adult
day health care, and noninstitutional respite care.” 38 CFR § 17.38(a)(1)(xi)(B).

By using the phrase “[als such term is used in section ... ,” DAV believes that
the law is merely citing 38 U.S.C. §1701(6)(E) to help define the term “non-institu-
tional extended care” and that it does not preclude other statutory authority that
allows the Department to provide non-institutional extended care and alternatives
to institutional extended care.

Consider for example, 38 U.S.C. §1710B(a)(5), which discusses other,
“[n]oninstitutional alternatives to nursing home care as the Secretary may furnish
as medical services under section 1701(10) of this title.” In addition, 38 U.S.C.
§1720C provides VA authority to provide “[N]oninstitutional alternatives to nursing
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home care.” (“[Tlhe Secretary may furnish medical, rehabilitative, and health-
related services in noninstitutional settings for veterans who are eligible under this
chapter for, and are in need of, nursing home care.”).

Other statutory authorities that allow VA to provide home-based health care serv-
ices include 38 U.S.C. §1717. This section provides the authority for VA to provide
home health services to an eligible veteran in any residential setting. (“[Als part of
medical services furnished to a veteran under section 1710(a) of this title, the Sec-
retary may furnish such home health services as the Secretary finds to be necessary
or appropriate for the effective and economical treatment of the veteran ... The Sec-
retary may furnish home health services to a veteran in any setting in which the
veteran is residing”).

While section 1717 does not specifically state the authority provided is for non-
institutional or alternatives to institutional extended care, VA has used this author-
ity to provide home health services under HBPC (See VHA Handbook 1141.01,
Home-Based Primary Care, at 1). HBPC is an interdisciplinary home health care
program delivering primary care provided by an interdisciplinary health care team
in the homes of veterans. The goals of this program include “[Plromoting the vet-
eran’s maximum level of health and independence by providing comprehensive care
and optimizing physical, cognitive, and psychosocial function,” and “[R]educing the
need for, and providing an acceptable alternative to, hospitalization, nursing home
care, emergency department and outpatient clinic visits, through longitudinal care
that provides close monitoring, early intervention, and a therapeutic safe home envi-
ronment.” (Emphasis added.)

Based on these laws and regulations, we look finally at VA’s fiscal year 2012
budget request, for which Congress has provided appropriations and which lists
those extended care programs it has categorized as “non-institutional.” These serv-
ices include VA, State, and Contract Adult Day Health Care, Home-Based Primary
Care, Homemaker/Home Health Aide Programs, Spinal Cord Injury Home Care,
Telehome Health, and “Other Home Based Programs.”

In its proposed definition for “personal care services,” VA does not mention consid-
eration of services beyond those under 38 CFR §§17.36(a) and 17.38(a)(1)(xi)(B). In-
stead, VA proposes to “[c]linically rate the eligible veteran’s inability to perform
each of the seven [Activities of Daily Living] ... [and] ... the eligible veteran’s need
for supervision or protection based on symptoms or residuals of neurological or other
impairment or injury using the seven impairments listed in the definition of that
term in [38 CFR] § 71.15.”

While we understand the assessment of need is required clinically and by law (to
provide caregiver training and ongoing support in providing personal care services
to the eligible veteran under 38 U.S.C. 1720G(a)(3)(A)G)I) and (II)), we believe it
reasonable to infer Congress intended the personal care services reflect skilled and
unskilled home care services VA currently provides. Neither VA’s proposed defini-
tion of personal care services nor the 14 categories of its assessment instrument re-
flect the plain reading of the law, which specifically “[m]eans services provide[d] [to]
the veteran.” (Emphasis added).

In addition, DAV’s concern with VA’s proposal is four-fold. One, VA proposes to
use a new 14-item instrument based on “[t]hree widely accepted clinical tools for
measuring Activities of Daily Living and functional dependence ... The Katz Basic
Activities of Daily Living Scale (Katz ADL); the UK Functional Independence Meas-
ure and Functional Assessment Measure (FIM + FAM); and the Neuropsychiatric
Inventory (NPI).” However, unlike VA’s 14-item assessment instrument, the Katz
ADL, UK FIM + FAM, and the NPI have proven reliability (internal consistency/
reproducibility), validity (construct and criterion validity), responsiveness as an out-
come measure, interpretability (provides clinically relevant event), and burden (cost
and time to administer).

Two, VA proposes to evaluate the level of dependency with “[T]he sum of the zero-
to-four scores assigned to each of the 14 categories ... is then applied to a presump-
tive level of need: Eligible veterans who score 21 or higher ... are presumed to need
... 40 hours of care per week ... an eligible veteran who scores 13 to 20 total ...
will be presumed to require 25 hours per week of caregiver assistance ... [and] ...
an eligible veteran who scores 1 to 12 will be presumed to require 10 hours per
week.” (76 Fed. Reg. at 26155). We note the validity and reliability of the Katz ADL
instrument has been proven using a 2-, 3-, or 4-level scale, the UK FIM + FAM with
a 7-level scale and the NPI uses a 6-level scale to measure “frequency” and a 3-point
scale to measure “severity.” However, VA provides no discussion that using the De-
partment’s proposed 5-level scale (0—4) for its new instrument will provide equiva-
lent inter-rater reliability and validity as the three assessment instruments on
which it is based.
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Three, VA proposes to give equal weight to all scores and/or items when clinically
evaluating the level of a veteran’s dependency based on its 14-item instrument. It
is particularly conspicuous that VA provided no discussion or evidence this par-
ticular proposal is clinically or scientifically valid especially when all 14 items are
derived from three distinct assessment instruments that measure different domains.

Four, VA proposes to use, “[tlhe sum of the zero-to-four scores assigned to each
of the 14 categories ... to assign a presumed number of hours required of the care-
giver,” ostensibly, to meet the law’s requirement that VA determine, “[t]he amount
and degree of personal care services,” the family caregiver provides the veteran.
DAV is concerned that VA’s proposed presumptions eliminate the flexibility afforded
to the clinical team assigned to perform these assessments to determine how long
and how often any one type of assistance or personal care service a patient would
require, which can vary from one patient to another, to remain in their community
of choice. This variability can be of such value as to change the level of benefits the
caregiver may receive.

With the time burden of performing the Katz ADL instrument consisting of a
short six-item rating scale, the time required to administer the FIM+FAM is ap-
proximately 35 minutes, and the NPI interview can be completed in 7 to 10 minutes.
However, according to a 1994 article in Neurology titled, “The Neuropsychiatric In-
ventory: Comprehensive assessment of psychopathology in dementia,” a caregiver of
a patient with more psychopathology will require longer interviews than the pre-
sumed 7 to 10 minutes.

Because it is not only the level of caregiver benefit affected by the final definition
of personal care services as well as the determination of the amount and degree of
such services, but also the family caregiver’s responsibility to the veteran, we rec-
ommend VA use these three instruments and determine the actual personal care
services the eligible veteran needs and those personal care services the family care-
giver will be required to provide (VA proposes in 38 CFR §17.25(c), an assessment
of specific personal care services and a “[tlreatment plan listing the specific care
needs of the eligible veteran”). We also recommend VA determine the frequency and
hours required to perform such personal care services. Such assessments are cur-
rently performed outside VA as well as the determination of frequency and hours
of home care services a patient needs to remain in their community. We believe this
is a more reasonable and accurate approach to meet the law’s requirement for VA
to determine the amount and degree of personal care services each eligible veteran
needs.

Beneficiary travel limitations

VA’s family caregiver beneficiary travel proposal, based on 38 TU.S.C.
§1720G(a)(6)(C), would be subject to any limitations or exclusions under Part 70 or
title 38. VA indicated there is no reason to believe that section 1720G extends bene-
ficiary travel benefits to family caregivers but does not also require the equal appli-
cation of the limitations that apply to all individuals eligible for benefits under part
70.

DAV recommended VA take the opportunity to revise its regulations to meet the
travel and transportation policies contained in its own 2009 Geriatric and Extended
Care Strategic Plan.

This strategic plan, which has been submitted to Congress, notes, “[t]he major
goal of community-based extended care is to reduce or eliminate the need for vet-
erans to travel to access care. Nonetheless, assistance in transportation options is
a consistently cited top need for informal caregivers. VA does allow caregivers to
travel with veterans who themselves have a travel benefit, if their presence is nec-
essary to the well-being of the veteran. But this does nothing for veterans lacking
the benefit, or for assisting caregivers to participate in support groups.”

Significant barriers identified by VA in the strategic plan include, “[A]vailability
of transportation services for disabled individuals is variable, insufficient, requires
effort to access, and is often costly. Likewise, transportation is often provided only
for care recipients and not for caregivers. Eligibility requirements are strict and
round-trip duration times are excessive for many patients.” Moreover, “[flindings
from a 2006 survey of VA health care staff (primarily social work, nursing, and phy-
sicians working in CLCs and HBPC programs) rating the perceived importance and
availability of a range of caregiver support services. Inadequate transportation was
cited most frequently by VA staff as a barrier to accessing [Adult Day Health Care]
and caregiver support groups.”

Notably, issues with the eligibility requirements were specifically discussed in the
strategic plan. ADHC has strong appeal for veterans whose family caregivers must
be absent (e.g., for work or other commitments) during workdays. ADHC may be
provided for a specific number of days outside the number of routinely scheduled
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visits. These days would be counted as respite care under 38 U.S.C. 1720B since
these ADHC visits are temporary additions to the routine services the veteran al-
ready receives.

“[Vleterans with an indication for medical transport and meeting eligibility cri-
teria, (outlined in Beneficiary Travel Handbook 1601B.05 July 29, 2008), may be eli-
gible for special mode transportation to and from medical appointments. Caregivers
may ride with the veteran if there is a determined need for an attendant. Although
this benefit is available at all VA medical centers, the extent of its use can vary
considerably based on the definition of “medically indicated.” In general, this refers
to veterans requiring air or ground ambulance, wheel chair transportation, or trans-
portation specially designed to transport disabled persons. ”

The Beneficiary Travel Handbook 1601B.05 was recently revised but such revi-
sions did not address the issues surrounding the eligibility criteria. The strategic
plan recommendations regarding beneficiary travel include (#26) a, “[nleeds based
(not eligibility based) beneficiary travel for frail/disabled veterans.”

We urge VA to reconsider its proposal to provide to family caregivers beneficiary
travel benefits, “[s]lubject to any limitations or exclusions under part 70 as well.” (76
Fed. Reg. at 26153). Doing so would include family caregivers of those veterans who
already face barriers to use this critical and needed benefit to access support and
services.

Madam Chairwoman, DAV believes VA has a unique opportunity to address with-
in its health care system, a national health care challenge with regard to informal
caregivers. This new VA program could be a blessing to caregivers of severely dis-
abled veterans and a benevolent response to those grievously injured in war and in
military duties. We believe the comments, concerns, and recommendations we sub-
mitted will make the caregiver support program more effective, more humane, and
o?e that will reach more veterans as intended by Congress and the American peo-
ple.

Again, we thank you for the opportunity to present our views on VA’s IFR for title
I of P.L. 111-163. The DAV is committed to working constructively with Congress,
VA, and the Administration to ensure family caregivers do not remain undertrained,
underpaid, underappreciated, undervalued, and exhausted by their duties.

———

Statement of Tom Tarantino, Senior Legislative Associate,
Iraq and Afghanistan Veterans of America

Madam Chairwoman, Ranking Member, and Members of the Committee, on be-
half of Iraq and Afghanistan Veterans of America’s 200,000 member veterans and
supporters, I thank you for inviting me to testify at this hearing to share our mem-
bers’ views on this important issue.

My name is Tom Tarantino and I am the Senior Legislative Associate with IAVA.
I proudly served 10 years in the Army beginning my career as an enlisted Reservist
and leaving service as an Active Duty Cavalry Officer. Throughout those 10 years,
my single most important duty was to take care of other soldiers. In the military,
they teach us to have each other’s backs. Although my uniform is now a suit and
tie, I am proud to work with this Congress to ensure the entire country has the
backs of America’s servicemembers and veterans.

The fight is not over when our warriors leave the combat zone. They have made
a commitment: we have asked them to sacrifice their time and families, to risk their
lives and limbs, to protect us. It is only right that we as a people, as a Nation, make
good on our commitment to take care of our warriors, especially when they leave
pieces of themselves on the battlefield. Taking care of our veterans often means tak-
ing care of their families.

IAVA strongly supports the Caregivers Assistance Program. We recognize that
wounded warriors deserve the chance to live the fullest life possible. Whether their
wounds are physical, mental, or some combination of the two, veterans heal better
and faster when they are comfortable and happy with access to the support of fam-
ily and friends. If the choice is between being warehoused in a VA or DoD facility
or recovering at home surrounded by family and friends, IAVA believes that the
compassionate choice and the logical choice are one and the same. As one spouse
of a wounded warrior put it, “{/We] just want to be included in our society rather
than being segregated.”

It is our duty to ensure that the any assistance program fully meets the needs
of those it is designed to help. To that end, IAVA would like to make some sugges-
tions about modifications to the Interim Final Rule for the Caregivers Assistance
Program.
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1. The GAF score required to enter the program is too restrictive. In addi-
tion, the requirement to have a continuously low GAF score is restric-
tive and self-defeating.

The Interim Final Rule sets several criteria for entry into the program; one of
these is evaluation using the General Assessment of Functioning (GAF). To be eligi-
ble for the program, a veteran must have a GAF score of 30 or below at the begin-
ning and end of a 90 day period and the score cannot rise above 30 in the interim.
In other words, 3 continuous months of a 30 or below GAF score.

The first problem we see is that a GAF score of 30 corresponds to such severe
impairment that a veteran would need treatment that is beyond the scope of a fam-
ily caregiver. Higher GAF scores still present serious problems: a GAF score of 31—
40 denotes “some impairment in reality testing and communication or major impair-
ment in several areas” including being unable to work. A GAF score of 41-50 de-
notes “Serious symptoms (e.g., suicidal ideation, severe obsessional rituals, frequent
shoplifting) OR any serious impairment in social, occupational, or school func-
tioning” including the inability to keep a job or maintain friendships.

The point of any rehabilitation is to help veterans get better. Under the VA rule,
however, if a veteran shows improvement by receiving a single GAF score above 30,
he or she becomes ineligible to receive Caregivers Assistance. The VA rule appears
to force a choice: get treated, get better and be ineligible or remain non-functional
with a poor quality of life and be eligible.

TAVA believes that relaxing the GAF criteria would be in the best interests of vet-
erans. Raising the GAF score required to participate in the program to as high as
50 would still mean that veterans with profound mental health issues would be eli-
gible for the program and not be penalized for improving.

2. Stronger coordination with DoD programs and third-party providers is
necessary.

The VA definition of primary care team on 26149 of Vol. 76 No. 87 of the Federal
Register does not make it clear who composes that team. Because a significant popu-
lation eligible for this program are retired medically from service or covered by in-
surers outside the VA, many receive treatment outside the VA system, for example
from TRICARE providers and third-party providers under fee-for-service programs.
Veterans who are diagnosed with mental or physical disabilities that make them eli-
gible for the Caregivers Assistance Program after separation from service may also
have been treated by physicians and clinicians outside the VA system, i.e. through
private insurance. With pending legislation that is likely to expand fee-for-service
programs and third-party providers, situations where a veteran is under the care
of a doctor outside the VA system will only increase. It is imperative that VA pri-
mary care teams consult these doctors and utilize their assessments and that this
requirement is explicitly stated.

TAVA has spoken with veterans or family members being treated outside of the
VA system whose treating physicians have never been consulted by VA clinicians
making eligibility determinations or treatment recommendations. In one case, a
clinical psychiatrist who for over 52 years has treated a veteran with traumatic
brain injury (TBI) and mental health issues stemming from his war injuries has
never spoken to or been contacted by VA personnel in any capacity. If such a long-
standing relationship does not qualify for the “primary care team” then what will?

TAVA does not support the contention that clinicians outside the VA should make
the call on who is eligible for the program. It is a VA program and the VA should
administer it. However, IAVA believes that review of existing patient records and
consultations with non-VA clinicians who are treating a particular veteran should
form at least part of the basis for decisions. Clinicians who determine entry into the
program and progress in the program must consult with clinicians who are actually
treating the veteran. There is no need to reinvent the wheel and delay veterans and
their families’ entry into the Caregivers Assistance Program.

3. Differentiation between Primary Family Caregivers (PFC) and Sec-
ondary Family Caregivers (SFC) needs to be lessened. Qualifications for
SFC, particularly the requirements reside with the veteran, need to be
relaxed.

TAVA understands the levels of caregiver differentiation and agrees that different
levels of commitment should receive different levels of benefits. The structure that
the VA has proposed for the levels of responsibility and the number of Family Care-
givers (FC), however, will negatively impact family caregivers, particularly during
periods of respite care. Accommodation in the VA’s interpretation of 38 CFR 71
should be made for exceptional circumstances and the authority to accommodate
should be made clear as well.
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VA has established that there can only be one PFC, although there does not need
to be one at all. VA has also established that there can be a maximum of only two
SFC, even if there is no PFC. A veteran, therefore, could have between 1 and 3 fam-
ily caregivers. A veteran may have an unlimited number of General Caregivers
(GC). VA describes GC as “Good Samaritans” [Federal Register Vol 76 No 87 26152]
and that corresponds to the level of benefits they receive: just enough to make them
helpful with “less critical personal care.” This means that the bulk of care rests on
the shoulders of PFC and SFC. The difference between PFC and SFC are that PFC
receive all the benefits of SFC and a monthly stipend, respite care for at least 30
days per year and health care coverage through CHAMPVA. Any FC must be “(i)
The eligible veteran’s spouse, son, daughter, parent, step-family member, or ex-
tended family member; or (ii) Someone who lives with the eligible veteran full-time
or will do so if designated as a family caregiver.”

Keeping in mind the above restrictions and benefits, let us consider the following
scenario: a wounded veteran without a large family who has no PFC. Essentially,
with the requirements for entry into the Caregivers Assistance Program, that vet-
eran will rely on 1 to 3 SFC for assistance with the vast majority of their specialized
needs. The veteran may not have a PFC for a variety of reasons: inability of family
or friends to commit as the primary source of care, desire of the veteran not to be
a burden on family, or a small family or no family, i.e. an orphan. Whatever the
reason, if there is no PFC then the SFC should be pro-rated a monthly stipend
based upon their level of care. This will help defray the costs of care for the SFC,
who receive the same training and are expected by the VA to perform the same
tasks at the same level of competency as the PFC. One can easily imagine a sce-
nario with a rotation of SFC who share the responsibilities of care on a rotating
basis and they should be eligible for benefits commensurate with their level of re-
sponsibility.

In addition, the restriction on FC to live with the veteran should be relaxed. For
example, if a spouse of a wounded veteran is the PFC then a sibling or parent might
be willing to be a SFC. However, under the current interpretation, a best friend or
a cousin would not be eligible to be a SFC unless that person lives with the veteran
“full-time.” This distinction does not recognize that in some cases immediate family
members may not have as close a relationship with a veteran as the veteran’s best
friend, for example. If the SFC “generally serves as a back up to the Primary Family
Caregiver” [Federal Register Vol. 76 No. 87 26148] then anyone with (1) a close rela-
tionship that mirrors that of a family member and (2) who is willing to accept the
responsibility of an SFC should be classified as an “extended family member” and
allowed to function as an SFC if the veteran and/or PFC approve regardless of
whether or not they are domiciled with the veteran. In addition, the definition of
“Someone who lives with the designated veteran full-time” should be interpreted to
recognize that “full-time” living might occur on a part-time basis as in the next sug-
gestion.

4. The provision of “respite care” needs to be clearly defined

What respite care consists of or entails is not clearly defined but in practice has
been either placing a veteran into a VA hospital or placing a home health care aide
in the veteran’s home. While these are acceptable alternatives, with the availability
of SFC and GC creating an unfamiliar environment should be the last resort rather
than the first option. The practice of the provision of respite care is too rigid and,
as one caregiver put it, “People won’t use it because it doesn’t meet their needs”
nor does it meet the intent of the Caregivers Assistance Program.

Another scenario similar to the ones given above might entail the respite of a
PFC. During this period, VA will provide “respite care.” In conjunction with the sug-
gestion above, relaxing the definition of extended family would allow the option of
a SFC to move in with a veteran full-time for a short period of time, enough to allow
respite for a FC while still giving the veteran the continuity of care and home life
the program is intended to provide.

In addition, pro-rating a stipend for SFC would allow them to defray part of the
costs associated with providing respite for another FC. Covering travel for the res-
pite caregiver would also be beneficial. The current interpretation appears to as-
sume that all who take on the role of a FC reside in geographic proximity. This is
often not the case and accommodation should be made. Provision should be made
for covering the actual costs of travel, as is done under TRICARE.

While some might contend that these measures will add costs to the program, the
associated benefits of meeting the intent of the program (allowing a veteran to re-
main in a home environment while recovering) and the cost of removing a veteran
to a VA hospital or providing in-home care through an unfamiliar home health care
aide are likely greater.
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TAVA understands the need establish solid criteria to receive caregivers assist-
ance. With budgets coming under tremendous scrutiny, government agencies must
do their utmost to make certain that there is not even the perception of fraud, waste
or abuse. However, the Caregivers Assistance Program is not a boondoggle or a give-
away. It is not a program designed to make anyone wealthy. It is not even designed
to make anyone, veteran or family member, whole again. The Caregivers Assistance
Program merely provides the ability to exist at an extremely modest level while
helping a loved one.

The story of Sarah Wade, who has been instrumental in getting this program in-
stituted, is a great example. When her husband, Ted, was injured, she was enrolled
in college with the hope of becoming a Foreign Service officer; Ted was going to be-
come a commissioned officer through the Army’s Green to Gold program. Our coun-
try lost the future contributions of a fantastic couple dedicated to public service; the
Wade’s lost their plans for the future. Now, Sarah cares for Ted and his very modest
benefits from medical retirement and SSI, as well as her part—time work, sustains
them. Had life continued for them as planned, they would have made very com-
fortable salaries. Now though, as Sarah succinctly puts it “Ted was capped at an
E-5 for the rest of his life. Our standard of living was frozen.”

While the “VA does not intend that the stipend replace career earnings” [p. 26155,
Federal Register Vol. 76, No. 87], caring for a veteran who qualifies for the Care-
givers Assistance Program is a full-time job in itself. The income from the Care-
givers Assistance Program will not make anyone rich nor will it place veterans and
their families remotely close to where they would have been financially before their
injuries. But it will give them, and thousands of other veterans and their families,
a small cushion and a little peace of mind while their (and our) heroes recover.

TAVA believes that the Congress, the VA and the American people have recog-
nized how important this issue is. We support the efforts of all those who are dedi-
cated to taking care of our warriors when they return home, especially those wound-
ed warriors who need our help the most. We hope that our comments help make
that goal a reality.

———

Statement of Barbara Cohoon, Ph.D., R.N., Government Relations
Deputy Director, National Military Family Association

Chairwoman Buerkle and Distinguished Members of this Subcommittee, the Na-
tional Military Family Association would like to thank you for the opportunity to
present testimony on “Implementation of Caregiver Assistance: Moving Forward.”
The National Military Family Association will take the opportunity to discuss our
concerns regarding the Department of Veterans Affairs’ Caregiver Implementation
Plan and several issues of importance to family caregivers of the wounded, ill, and
injured servicemembers, veterans, their families, and caregivers in the following
subject areas:

I. VA Caregiver Implementation Plan
II. Additional Caregiver Compensation
III. Senior Oversight Committee

VA Caregiver Implementation Plan

While our Association is extremely appreciative of Members of Congress for the
passage of this landmark legislation, we have some concerns regarding the Depart-
ment of Veterans’ Affairs’ (VA’s) implementation plan. These concerns include the
need for these important caregiver benefits to start earlier in the servicemember’s
recovery process, retroactive stipend to the implementation of the law on January
31, 2011, and the establishment of a Department of Defense (DoD) and VA seamless
transition of caregiver benefit.

Illness

Illness was one condition that was intended to be included in the caregiver provi-
sion in Caregivers and Veterans Omnibus Health Services Act of 2010—Public Law
111-163. Congressman Michael Michaud (D—2nd/ME) introduced the Caregiver As-
sistance and Resource Enhancement Act (CARE Act, H.R. 3155). According to his
press release on July 29, 2009, “[t]he bill would establish a caregiver program to
help family and non-family members who provide care for disabled, ill, or injured
veterans.” This bill passed the full House of Representatives. As the new caregiver
program was launched, Secretary of Veterans Affairs Eric K. Shinseki commented
on February 12, 2011, “They [caregivers] are critical partners with VA in the recov-
ery and comfort of ill and injured veterans. The law states, “[nleed for supervision
or protection based on symptoms or residuals of neurological or other impairment
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or injury.” The inclusion of the words “or other impairment” could include illness
related conditions. However, illness was not included in the VA’s interpretation of
the law. This creates the potential for DoD’s caregiver compensation benefit and the
VA’s caregiver benefit to apply to different sets of servicemembers and veterans.
DoD’s includes illness and the VA’s would not. This could potentially create a dis-
parity in benefits and a lack of a seamless transition regarding compensation. Main-
taining financial compensation will be key in ensuring these families’ financial situ-
ations stay stable during transition from active duty to veteran status. The frequent
mention of our Armed Forces members’ exposure to toxic chemicals from burn pits
may have a long-lasting effect. Therefore, service-connected illnesses need to be in-
cluded as a qualifying condition. Our Association recommends that illness be in-
cluded as an eligibility requirement by the VA.

Starting Time of the Benefit

The time to acknowledge the caregiver’s important role and to implement the
caregiver benefit is while the wounded, ill, and injured servicemember is still on ac-
tive duty status. The self-selection process of a caregiver occurs during the early
phase of the recovery process. All Service branches are holding onto their wounded,
ill, and injured servicemembers much longer than previous wars. Years may have
passed before the caregiver and the wounded, ill, and injured servicemember reach
eligibility and can benefit from the VA’s important programs and services. There-
fore, we recommend that the designation of caregiver benefits be established while
they are still upstream on active-duty beginning with the start of the Medical Eval-
uation Board (MEB) process, rather than wait until they have transitioned to vet-
eran status.

Waiting until after the receipt of a medical separation date to start the caregiver
benefit application process will prevent caregivers from being able to receive train-
ing and obtain benefits early enough in the recovery phase to make a difference in
their quality of life and in the quality of care they provide. Servicemembers often
receive care in a military hospital and/or VA Polytrauma Center, recover at home,
and then return to the hospital for follow-on care and subsequent surgeries. The
VA’s training requirement will prevent eligible caregivers from receiving any ad-
vance training for in-home care until the servicemember is being medically dis-
charged from the military. Our Association finds this troubling because a recent sur-
vey by the National Alliance for Caregiving, “Caregivers of Veterans—Serving on the
Homefront,” found a top challenge faced by veteran caregivers was not knowing
what to expect medically with the veteran’s condition and not knowing how to ad-
dress Post-Traumatic Stress Disorder (PTSD) or mental illness. Caregivers have fre-
quently stated they did not know how to care for a servicemember or veteran when
they were discharged from the hospital and went home during their recovery phase.
This can cause increased stress on an already anxious caregiver. Our Association
believes the sooner you provide caregivers with the skills they need to perform their
duties, the sooner they will be able to provide a higher quality of care to the wound-
ed, ill, and injured servicemember and veteran. The VA’s decision to wait until the
servicemember is medically discharged from the military before beginning the train-
ing program will certainly prevent this valuable training opportunity from occurring
at the appropriate time to make a difference in the quality of care of the wounded,
ill, and injured servicemember.

The delay in eligibility also impacts the ability to obtain time sensitive needed
benefits, such as access to mental health counseling, health care benefits, and finan-
cial compensation. This especially impacts non-spouse caregivers who would greatly
benefit from these services. A recent VA press release stated 17 percent of caregiver
applicants were from mothers. According to the “Caregivers of Veterans—Serving on
the Homefront” survey, one in four respondents were parents caring for Operation
Enduring Freedom and Operation Iraqi Freedom veterans.

Our Association is hearing that caregivers are reaching the stage of burnout and
many are deciding to walk away from their roles as caregivers. According to “Care-
givers of Veterans—Serving on the Homefront” survey, there are widespread impacts
on the caregiver’s health, such as increased levels of stress and anxiety (77 percent),
and not sleeping (77 percent), and a decrease in the utilization of healthy behaviors,
such as seeing their medical provider. The caregiver survey highlighted the in-
creased stress our veteran caregivers are under compared to their National counter-
parts. The law and Congressional intent were to allow the VA to provide assistance
through value-added benefits to the caregiver early enough in the process to make
a difference and prevent the development of physical health, mental health, and/or
financial problems. The longer the VA waits to begin benefits, the more opportunity
there is for the caregiver’s quality of life to worsen and for the caregiver to reach
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the stage of burnout. Caregivers of our wounded, ill, and injured need these services
sooner in the recovery process than later.

The interim final rule states, “we do not believe that Congress intended to author-
ize prolonged caregiver benefits for active duty servicemembers, particularly because
they have authorized Department of Defense to provide similar benefits to active
duty servicemembers.” Our Association would disagree with this statement. They
are two separate benefits with significant differences. The DoD’s benefit does NOT
include training, health care, counseling, or respite care, which are only included
in the VA’s caregiver benefit. Reliance on the DoD program only further delays care-
givers from receiving health care, counseling, respite, and training benefits as it was
intended to have been received. Also, DoD’s benefit only provides compensation in
the form of a payment to the servicemember who meets certain eligibility criteria
and has a caregiver. The benefit is geared more towards the VA’s aid and attend-
ance benefit in regards to establishing the level of compensation received by the
servicemember rather than the VA’s new caregiver benefit. It would be better if
these two benefits married up with a seamless transition of the aid and attendance
benefit. The DoD benefit should not be considered a “caregiver benefit.”

Starting all Programs at the Same Time

The VA has decided to begin all of the benefits at the same time. They could very
easily make training information and access to valuable VA and DoD resources
available much earlier in the process than their proposed timeline. Again, the ear-
lier access to pertinent resources and information related to VA and DoD benefits
for the servicemember, veteran, and caregivers, will only be a win-win for everyone
involved. Allowing early access to information validates the important role care-
givers provide. Plus, an educated caregiver will only provide better care in the long
run. Our Association recommends the VA begin caregiver benefits as early as pos-
sible while the servicemember is still on active duty status and not wait until they
have received a final determination.

Stipend

Our Association, along with other Veteran and Military Service Organizations,
frequently state how important this piece of legislation is for our Nation’s care-
givers. Every day the VA delays its implementation only places additional stress on
an already strained population. We really cannot afford to put this off even one
more day. The least the VA could do in order to compensate for its delay is to pro-
vide retroactive stipend payments to caregivers from the original date of implemen-
tation required by law.

Our Association appreciates the VA acknowledging the need to compensate care-
givers for providing direct hands-on medical care. However, we notice that the VA
did not include a provision to pay caregivers for performing non-medical care serv-
ices. Our Association has always proposed that financial compensation should recog-
nize the types of medical and non-medical care services provided by the caregiver.
The law states “the amount of the monthly personal caregiver stipend provided
under subparagraph (A)(i1)(V) shall be determined in accordance with a schedule es-
tablished by the Secretary that specifies stipends based upon the amount and de-
gree of personal care services provided.” The law allows the Secretary of the VA the
flexibility to include non-medical care services to be captured. The law also states
“stipends,” not stipend, can be provided.

The reason for wanting to include a non-medical compensation benefit is because
there are many hours in a day spent performing these activities that play an inte-
gral part in maintaining the servicemember and veteran’s quality of life yet are not
captured by the VA’s U.S. Department of Labor’s Bureau of Labor Statistics (BLS)
stipend matrix. Plus, Section 1115 of title 38 of the United States Code provides
compensation to the veteran only when the spouse cannot perform the duties of a
caregiver. This same level of stipend should be applied to non-medical care services
provided by caregivers to servicemembers and veterans.

CHAMPVA

Our Association is pleased caregivers will have the opportunity to benefit from the
Civilian Health and Medical Program of the Department of Veterans Affairs, known
as CHAMPVA. The population most likely to use this benefit will be the veteran’s
parent. However, there may be spouses who will qualify for this benefit. If the vet-
erans were medically separated and were not medically retired, their spouses and
children do not qualify for TRICARE (Department of Defense’s health care benefit)
following separation from the Service. Under this circumstance, veteran spouses and
their children qualify for CHAMPVA once the veteran obtains a 100 percent dis-
ability rating from the VA. The veteran spouse, who qualified under the “Caregiver”
benefit, should retain CHAMPVA coverage following revocation of the caregiver ben-
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efit because the veteran had received a 100 percent disability rating by the VA. We
want to ensure spouses of 100 percent disabled veterans, no matter how they ini-
tially qualified for the CHAMPVA health care benefit, retain this benefit.

CHAMPVA coverage should be a retroactive benefit. Caregivers that are currently
submitting applications should be told to keep all of their health care receipts from
the time the caregiver law should have been implemented, January 31, 2011. The
eligible caregiver would submit their receipts once they meet the VA caregiver re-
quirement. The VA should then provide CHAMPVA coverage for eligible caregivers
back to this date. Future caregivers should be told to keep all of their health care
receipts from the time the application was submitted. The VA should then cover all
future eligible caregivers for CHAMPVA back to when the application process was
submitted. They should be encouraged to seek care from CHAMPVA providers in
the interim period. The Department of Defense did this exact same procedure for
the new TRICARE Young Adult benefit. Eligible young adults were told to keep all
of their medical receipts and submit them once the law was implemented.

Mental Health Services

The interim final rule states, “[t]he counseling provided to family caregivers is in-
tended to treat those family caregivers, independent of whether that treatment is
likely to support the clinical objectives of the eligible veteran’s treatment plan.” The
interim final rule further states the VA will provide these same mental health serv-
ices to Secondary family caregivers as well as Primary family caregivers. The in-
terim final rule discusses this information under the “Supplementary Information”
section. However, when the counseling benefit is discussed in § 71.40 Caregiver ben-
efits, it states all counseling services are described under § 71.50. This section states
“VA will provide ... in connection with the treatment of a disability for which the
veteran is receiving treatment through VA.” It appears to contradict what was stat-
ed earlier. Our Association would like to make sure that this is clearly stated in
both Sections that Primary and Secondary family caregivers will receive counseling
services independent of whether that treatment is likely to support the clinical ob-
jective of the eligible veteran’s treatment plan as intended by the VA’s interim final
rule.

Aggravated While in the Line of Duty

According to the interim final rule, the words “incurred or aggravated a serious
injury” must have occurred while in the line of duty. It is unclear if a veteran’s care-
giver would qualify for this benefit if the injury, obtained while on active duty but
was now aggravated to the point of needing caregiver assistance, occurred on vet-
eran status. An example would be a veteran who has an embedded piece of IED
shrapnel in the brain that began to leak toxins or needed to be surgically removed
resulting in a worsening medical condition and the requirement of a caregiver. The
veteran would still benefit from other VA programs, such as aid and attendance, but
his/her caregiver could no longer qualify for this important benefit. Our Association
would like to ensure caregivers are still eligible for the VA’s caregiver benefit even
if the serious injury was aggravated after the servicemember became a veteran.

Report on Expansion of Family Caregiver Assistance

Our Association is concerned that the VA did not reference a report on the feasi-
bility and advisability of expanding the caregiver benefit to family caregivers of vet-
erans who have a serious injury incurred or aggravated in the line of duty while
on active duty before September 11, 2001. We want to make sure the VA fulfills
this reporting responsibility because it is an integral part of the implementation of
the caregiver program.

Additional Compensation for the Caregiver

Our Association is appreciative of the generous benefits included in the Caregivers
and Veterans Omnibus Health Service Act of 2010. However, there were some areas
not addressed. Our Association would like to take the opportunity to present rec-
ommendations.

A report by the Center for Naval Analysis determined 85 percent of caregivers left
employment or took a leave of absence from work or school while performing their
caregiver duties. They found that the average loss of earnings per caregiver was ap-
proximately $3,200 per month. The financial strain placed on the family of our
wounded, ill, and injured servicemember and veteran by the caregiver leaving out-
side employment has a trickle down affect. Caregivers who have been saving for re-
tirement now find they are ineligible for their employers’ 401(k)s. We believe a
mechanism should be established to assist caregivers to save for their retirements,
for example, through the Federal Thrift Savings Plan.
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Once the recovery process is finished and the veteran’s care has stabilized, the
caregiver may decide to work outside the home in order to help make financial ends
meet. These caregivers may need the ability to learn new skills in order to compete
in today’s workforce. We recommend VA offer these caregivers the opportunity to
participate in VA’s vocational rehabilitation programs and help retool the caregiver’s
resume. We must also find innovative ways to encourage civilian and government
employers to hire these caregivers, especially when the veteran is unable to work.

According to the Center of Naval Analysis, wounded, ill, and injured service-
members and veterans, their families, and caregivers are assisted by many non-gov-
ernmental organizations (NGOs) and charities. This assistance is important with
the overall financial stability of these families during the recovery phase. Our Asso-
ciation’s concern, as we continue into another year of economic downturn, is that
we may find many of these NGOs and charities no longer able to assist in the man-
ner they have previously. We believe the availability of outside assistance by others
will need to be monitored closely by both the VA and DoD to make sure these fami-
lies are still being helped. If they are no longer being assisted, we believe the VA
and DoD may need to begin providing assistance in those areas previously covered
by NGOs and charities.

Relocation Allowance for Caregivers

Active duty servicemembers and their spouses qualify through the DoD for mili-
tary orders to move their household goods (known as a Permanent Change of Sta-
tion (PCS)) when they leave the military service. Medically retired servicemembers
are given a final PCS move. Medically retired married servicemembers are allowed
to move their family; however, medically retired single servicemembers only qualify
for moving their own personal goods.

The National Military Family Association suggests the VA should pay for the
caregivers move as part of the VA caregiver law. We recommend that impending
medically retired single servicemembers who are eligible for the VA’s caregiver ben-
efit be allowed the opportunity to have their caregiver’s household goods moved, too.
This should be allowed for the eligible primary caregiver and their family. The rea-
son for the move is to allow the impending medically retired single servicemember
the opportunity to relocate with their caregiver to an area offering the best medical
care, rather than the current option that only allows for the impending medically
retired single servicemember to move their belongings to where the caregiver cur-
rently resides. The current option may not be ideal because the area in which the
caregiver lives may not have all the health care services required for treating and
caring for the impending medically retired servicemember. Instead of trying to cre-
ate the services in the area, a better solution may be to allow the impending medi-
cally retired servicemember, their caregiver, and the caregiver’s family to relocate
to an area where services already exist, such as a VA Polytrauma Center.

The decision on where to relocate for optimum care should be made with the help
of the VA caregiver team: Federal Recovery Coordinator (case manager); the service-
member’s physician; the servicemember, and the caregiver. All aspects of care for
the impending medically retired servicemember and their caregiver shall be consid-
ered. These include a holistic examination of the impending medically retired
servicemember, the caregiver, and the caregiver’s family for, but not limited to, their
needs and opportunities for health care, employment, transportation, and education.
The priority for the relocation should be where the best quality of services is readily
available for the impending medically retired servicemember and eligible for the
VA’s caregiver benefit along with his/her caregiver.

Veteran Housing

Many of our wounded, ill, and injured servicemembers and veterans from this cur-
rent conflict are being cared for by their parents. Also, many adult children of our
senior veterans are experiencing first-hand the challenge of trying to juggle the
needs of the parents along with the needs of their children, and are referred to as
the “sandwich” generation. Parent caregivers worry about who will care for their
wounded son or daughter as they age and are unable to fulfill the role of caregiver.
Caregivers may reach burnout and will need alternative solutions for providing care.
The VA needs to be cognizant of the ever changing landscape and needs of their
veteran population and those who care for them. The VA needs to offer alternative
housing arrangements, such as assisted living facilities and family/retirement vil-
lages, which allow a diversified population to live together in harmony. This will go
a long way in allowing for family units to stay together, foster independent living,
and maintain dignity for the veteran.

Brooke Army Medical Center (BAMC) has recognized a need to support our
wounded, ill, and injured families by expanding the number of guesthouses co-lo-
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cated within the hospital grounds and providing a family reintegration program for
their Warrior Transition Unit. The on-base school system is also sensitive to issues
surrounding these children. A warm, welcoming family support center located in
guest housing serves as a sanctuary for family members. VA medical facilities could
benefit from looking at successful programs like BAMC’s that embrace the family
unit and commit to building family friendly environments of care for our wounded,
ill, and injured servicemembers, veterans, and their families. We recommend the de-
velopment of alternative housing and living arrangements for veterans, their fami-
lies, and those who care for them.

Mental Health

The need for mental health services will remain high for some time even after
military operations scale down and servicemembers and their families transition to
veteran status. Veterans’ families and caregiver requirements for a full spectrum of
mental health services—from preventative care and stress reduction techniques, to
individual or family counseling, to medical mental health services—will continue to
grow. It is also important to note if DoD has not been effective in the prevention
and treatment of mental health issues, the residual will spill over into the VA
health care system. The VA must be ready. They must partner with DoD and State
agencies in order to address mental health issues early on in the process and pro-
vide transitional mental health programs. They must maintain robust rehabilitation
and reintegration programs for veterans, their families, and caregivers that will re-
quire VA’s attention over the long-term.

The National Military Family Association is especially concerned with the scarcity
of services available to the veterans’ families and caregivers as they leave the mili-
tary following the end of their activation or enlistment. Military families will no
longer qualify for many of the Services’ family support programs and DoD’s Military
OneSource. Our Association recommends the VA increase outreach to veterans,
their families and caregivers, and the communities they live in about available men-
tal health resources to help them deal with the residual effects of long frequent de-
ployments.

Children of the Veteran and Caregiver

The impact of the wounded, ill, and injured veteran on their children is often
overlooked and underestimated. These children experience a metaphorical death of
the parent they once knew and must make many adjustments as their parent recov-
ers. Many families relocate to be near the treating Military Treatment Facility
(MTF) or the VA Polytrauma Center in order to make the rehabilitation process
more successful. As the spouse focuses on the rehabilitation and recovery, older chil-
dren take on new roles. They may become the caregivers for other siblings, as well
as for the wounded parent. Many spouses send their children to stay with neighbors
or extended family members, as they tend to their wounded, ill, and injured spouse.
Children get shuffled from place to place until they can be reunited with their par-
ents. Once reunited, they must adapt to the parent’s new injury and living with the
“new normal.” We must remember the caregiver may not be the veteran’s spouse.
They may be the wounded veteran’s parent, sibling, or friend. These children are
also affected and Congress and the VA must be cognizant of their potential psycho-
logical needs as well.

We encourage partnerships between government agencies, VA, DoD, and State
agencies and recommend they reach out to those private and non-governmental or-
ganizations who are experts on children and adolescents. They could identify and
incorporate best practices in the prevention and treatment of mental health 1ssues
affecting these children. We must remember to focus on preventative care upstream,
while still in the active duty phase, in order to have a solid family unit as they head
into the veteran phase of their lives. VA, DoD, State, and our local communities
must become more involved in establishing and providing supportive services for our
Nation’s children.

Expansion of Caregiver Pilot Programs

The VA currently has eight caregiver assistance pilot programs to expand and im-
prove health care education and provide needed training and resources for care-
givers who assist disabled and aging veterans in their homes. These pilot programs
are important; however, there is a strong need for 24-hour in-home respite care, 24-
hour supervision, emotional support for caregivers living in rural areas, and coping
skills to manage both the veteran’s and caregiver’s stress. We are appreciative that
P.L. 111-163 will provide for increased respite care hours, along with counseling
and mental health services for caregivers, but neither addresses the 24-hour super-
vision. We recommend if these pilot programs are found successful, they should be
implemented by the VA as soon as possible and fully funded by Congress. Another
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program not addressed is the need for adequate child care. The caregiver may have
non-school aged children of their own or the wounded, ill, and injured veteran may
be a single parent. The availability of child care is needed in order to attend their
medical appointments, especially mental health appointments. Our Association en-
courages the VA to create a drop-in child are program for medical appointments on
their premises or partner with other organizations to provide this valuable service.

Senior Oversight Committee

The National Military Family Association is appreciative of the provision in the
National Defense Authorization Act for Fiscal Year 2009 (NDAA FYO09) continuing
the DoD and VA Senior Oversight Committee (SOC) until December 2010. The DoD
established the Office of Wounded Warrior Care and Transition Policy to take over
the SOC responsibilities. The office has seen frequent leadership and staff changes
and a narrowing of their mission. We urge Congress to put a mechanism in place
to continue to monitor this Office for its responsibilities in maintaining VA and
DoD’s partnership and making sure joint initiatives create a seamless transition of
services and benefits for wounded, ill, and injured servicemembers, veterans, their
families, and caregivers.

Recommendations

e Broaden eligibility criteria to meet Congressional intent;

e Establish a DoD and VA seamless transitional caregiver benefit;

e Provide retroactive stipend payments to the original date of implementation re-
quired by law;

e Begin caregiver benefits as early as possible while the servicemember is still on
active duty status and not wait until they have received a final determination;

e Coordinate and collaborate health care and behavioral health care services be-
tween the VA, DoD, and State and governmental agencies in sharing of re-
sources;

e Approve relocation allowances and provide alternative housing and living ar-
rangements;

e Increase outreach to veterans, their families, and the communities they live in
about available benefits;

e Provide opportunities for the entire family to reconnect and bond as a family
again;

e Provide a holistic approach to care that incorporates the impact of the wound,
illness, or injury on the family unit;

e Expand all of the VA’s caregiver pilot programs; and

o Continue oversight of the SOC/Office of Wounded Warrior Care and Transition
Policy by Members of Congress.

The National Military Family Association would like to thank you again for the
opportunity to provide testimony on the VA’s caregiver implementation plan for P.L.
111-163. Military families support the Nation’s military missions. The least their
country can do 1s make sure servicemembers, veterans, their families, and care-
givers have consistent access to high quality health and behavioral care. Wounded
servicemembers and veterans have wounded families. The system should provide co-
ordination of care, and VA and DoD need to work together to create a seamless
transition. We ask this Subcommittee to assist in meeting that responsibility. We
look forward to working with you to improve the quality of life for servicemembers,
veterans, their families and caregivers, and survivors.

———

Statement of Paralyzed Veterans of America

Chairwoman Buerkle, Ranking Member Michaud, and Members of the Sub-
committee, Paralyzed Veterans of America (PVA) would like to thank you for the
opportunity to submit our views on the ongoing implementation of the caregiver pro-
visions of P.L. 111-163, the “Caregivers and Veterans Omnibus Health Services
Act.” Additionally, we appreciate the opportunity to outline the concerns that we
raised in our comments on the Interim Final Rule that the Department of Veterans
Affairs (VA) published on May 5, 2011, on the final implementation of the caregiver
program. We urge Congress to continue to conduct oversight of the VA’s implemen-
tation plan to ensure that its full intent is being met. Moreover, we encourage the
Subcommittee to continue to follow-up with the VA on the reporting requirements
for the next 2 years.

PVA has 65 years of experience understanding the complex needs of spouses, fam-
ily members, friends, and personal care attendants that love and care for veterans
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with life-long medical conditions. As a result of today’s technological and medical
advances, veterans are withstanding combat injuries and returning home in need
of medical care on a consistent basis. Such advances are also prolonging and en-
hancing the lives and physical capabilities of injured veterans from previous con-
flicts. No matter the progress of modern science, these veterans need the health-care
expertise and care from a health team comprised of medical professionals, mental
health professionals, and caregivers. As a part of the health care team, caregivers
must receive ongoing support to provide quality care to the veteran.

PVA and its partners worked extremely hard to get comprehensive caregiver legis-
lation enacted during the 111th Congress. Fortunately, on May 5, 2010, the Presi-
dent signed into law P.L. 111-163, the “Caregivers and Veterans Omnibus Health
Services Act.” This legislation created an innovative new caregiver program to be
administered by the Department of Veterans Affairs (VA). The law called for the
VA to begin implementation of this important new program within 270 days of en-
actment of the bill. This placed the deadline for implementation of this legislation
in Eebruary of this year. Unfortunately, the VA was very slow to accomplish that
task.

As you know, the VA republished its Interim Final Rule on May 5, 2011, regard-
ing the implementation of the caregiver provisions of P.L. 111-163. PVA expressed
concerns with four areas of the caregiver program as outlined by the VA’s rules.
They include: veterans’ with severe illnesses excluded from eligibility; the caregiver
stipend; the revocation of primary family caregiver status; and, the report on expan-
sion of family caregiver assistance. Additionally, we have expressed concern in pre-
vious comments for the record with the projected funding needs to implement the
caregiver program and continue to maintain it through at least FY 2015, as origi-
nally envisioned by the legislation. We will explain each of these issues individually.

Veterans’ With Severe Illnesses Not Considered Eligible

PVA has serious concerns that veterans who have incurred a severe illness as a
result of their service are excluded from consideration as eligible for this program.
This is the number one complaint that we have received from our members who are
eligible under the Post-9/11 criteria for this program. PVA’s membership includes
veterans with spinal cord injury or dysfunction (disease). A spinal cord disease is
no less catastrophic than a spinal cord injury. It is a fact that veterans who have
been diagnosed with Amyotrophic Lateral Sclerosis (ALS) and Multiple Sclerosis
(MS) will eventually experience a catastrophic impact on their activities of daily liv-
ing. And yet, these individuals who may be in greater need of caregiver services
than any other population of injured veterans have no avenue for support through
the new caregiver program.

Unfortunately, the VA’s interpretation of the law excludes consideration of vet-
erans with severe illness. However, the legislation was clearly intended to support
populations of veterans that have experienced a catastrophic injury or illness. In
fact, Congressman Michael Michaud (D-ME), then Chairman of the House Veterans’
Affairs Subcommittee on Health, commented when introducing similar caregiver leg-
islation, “the bill would establish a caregiver program to help family and non-family
members who provide care for disabled, ill, or injured veterans.” Additionally, the
Secretary of Veterans Affairs, Eric Shinseki, emphasized during the roll-out of the
new caregiver program that “caregivers are critical partners with VA in the recovery
and comfort of ill and injured veterans.” Meanwhile, the VA has interpreted the lan-
guage of the law very narrowly ensuring that veterans dealing with catastrophic ill-
nesses will be unable to participate in the program. This is simply unacceptable.

We have been told that the VA believes it needs clarifying legislation in order to
make this change to the program. If this is in fact true, then the Subcommittee
must move immediately to consider legislation to correct this inconsistency in the
implementation of the program in order to ensure that caregiver assistance is avail-
able for veterans who have experienced either injury or illness.

Caregiver Stipend

With regards to the caregiver stipend, the interim final rule states that the care-
giver stipend amount will be determined by the eligible veteran’s level of depend-
ency based on the degree to which the eligible veteran is unable to perform one or
more activities of daily living (ADL), or the degree to which the veteran is in need
of supervision or protection based on symptoms of residuals of neurological or other
impairment or injury.

The rule also states that the 14 ADLs and needs that are listed in the Eligible
Veterans and Servicemembers section will each be given a clinical rating from zero
to four, with zero representing no caregiver assistance needed in that area by the
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veteran, and four meaning the veteran is in need of total assistance with regard to
that specific ADL or need.

PVA is concerned that in the current calculation for caregiver stipends, personal
care services are not taken into consideration. It is often the case that the very inju-
ries that necessitate a caregiver also result in the veteran not being able to perform
personal functions that are also necessary to ensure his or her health and safety,
but are not direct medical activities. As a result, the caregiver provides “personal
care services” such as financial management or weekly shopping that occupies a sig-
nificant amount of his or her time and energy.

In the rule, VA defines personal care services as “care or assistance of another
person necessary in order to support the eligible veterans health and well-being, and
perform personal functions required in everyday living ensuring the eligible veteran
remains safe from hazards or dangers incident to his or her daily environment.”
While this definition may capture some of the caregiver services outlined in the defi-
nition for ADLs, there are many daily responsibilities involving personal care that
are not included, and will therefore not be included in the Primary family caregiver
stipend. If the stipend is to be an accurate reflection of the eligible veteran’s level
of dependency and an acknowledgement of the sacrifices that Primary family care-
giver make to care for seriously injured veterans, personal care services must be
taken into consideration in the stipend calculation.

Revocation of Primary Family Caregiver Status

The interim final rule allows for up to 30 days of continuing caregiver benefits
after a veteran revokes the status of a Primary family caregiver. PVA understands
that the purpose of this safeguard is to determine if remediation is possible, and
to allow time for the revoked caregiver to find additional health care coverage if nec-
essary. It is for similar reasons that PVA believes that guidelines should also be put
in place that requires the caregiver to provide the veteran with notice should he or
she choose to revoke their caregiver status. By designating a specific amount of time
that is required for caregivers to continue their responsibilities after notice of rev-
ocation, with the exception of caregiver abuse or negligence, the VA gives the vet-
eran time to arrange for replacement care as the veteran will need time to identify
a new primary caregiver, make arrangements with the secondary caregiver if nec-
essary, and complete a new VA caregiver application.

Report on Expansion of Family Caregiver Assistance

Perhaps the most important provision in P.L. 111-163 for PVA is the reporting
requirements outlined in § 1720G(d). PVA cannot overemphasize the importance of
this provision. Specifically, the law states,

“Not later than 2 years after the date described in subsection (a)(3)(A), the
Secretary shall submit to the Committee on Veterans’ Affairs of the Senate
and the Committee on Veterans’ Affairs of the House of Representatives a
report on the feasibility and advisability of expanding the provision of as-
sistance under section 1720G(a) of title 38, United States Code, as added
by subsection (a)(1), to family caregivers of veterans who have a serious in-
jury incurred or aggravated in the line of duty in the active military, naval,
or air service before September 11, 2001.”

PVA was disappointed that veterans who became injured or ill prior to September
11, 2001, were excluded from the comprehensive caregiver support programs. The
fact is, PVA’s members—veterans with spinal cord injury or dysfunction—would
benefit from this program more than any other population of veterans. And yet, the
majority of those veterans are excluded by the arbitrary date of September 11, 2001,
from the comprehensive caregiver program. No reasonable justification (other than
cost considerations) can be provided for why pre-9/11 veterans with a service-con-
nected injury or illness should be excluded from the comprehensive caregiver pro-
gram. Catastrophically disabled veterans needs are not different simply because
they may have been injured prior to the selected date.

With regards to the interim final rule, PVA is particularly concerned that the VA
offered no reference to this reporting requirement in its proposed rules. We believe
that given the opportunity, the VA may simply choose to ignore this requirement
so as not to draw attention to an obvious deficiency in the caregiver program that
it cannot or will not be able to implement. The VA must ensure that it fulfills this
reporting requirement as it is an integral part of the implementation of the care-
giver program. This critical report will pave the way to access to much-needed care-
giver assistance for many more catastrophically disabled veterans who are currently
being denied eligibility simply because of the arbitrary date assigned to this benefit
by Congress.
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Lastly, PVA remains concerned about the VA’s lack of commitment in its FY 2012
budget request and FY 2013 advance appropriation estimate for the funding nec-
essary to fully implement this program. While the Administration claims to have
provided an additional $208 million for implementation of P.L. 111-163, it is not
clear where that additional funding is included in the FY 2012 Medical Care budget
request. Our analysis suggests that for FY 2012, the VA actually requested approxi-
mately $65.9 million for the implementation of the caregiver provisions of P.L. 111-
163 and an additional $70.6 million for FY 2013. While we appreciate the fact that
the Military Construction and Veterans’ Affairs appropriations bills approved by the
full House and currently being considered in the Senate purportedly address this
funding need, we believe insufficient funding has been provided to fully implement
this program. With this in mind, PVA, along with the co-authors of The Independent
Budget—AMVETS, Disabled American Veterans, and Veterans of Foreign Wars—
recommended approximately $385 million to fund the provisions of P.L. 111-163 in
FY 2012.

PVA would like to thank this Subcommittee for the opportunity to express our
views relating to the implementation of the VA’s new caregiver program. We hope
that the Subcommittee and Congress will take an active role to ensure that the VA
is actually implementing the provisions of P.L. 111-163 as intended. Failure to com-
ply with the intent of Congress is simply not an option in this case. The most se-
verely disabled veterans and their families are depending on the VA to get it right.
We look forward to working with the Subcommittee as it continues addressing these
issues. We will gladly respond to any questions. Thank you.

————

Statement for Wounded Warrior Project

Chairman Buerkle, Ranking Member Michaud, and Members of the Sub-
committee,

Wounded Warrior Project (WWP) applauds this Committee’s ongoing oversight of
the Department of Veterans Affairs’ (VA) implementation of the comprehensive
caregiver assistance program. This Committee’s vigilance and leadership have been
critical to the important progress made in moving the program from what was, ini-
tially, a flawed implementation plan to a reality that is already making a difference
in the lives of families who have endured so much.

We trust this hearing will underscore that—even as VA has made significant im-
provement to the implementation plan and great strides in rolling out the pro-
gram—more work must be done, particularly in refining the Interim Final Regula-
tion (IFR) published on May 5, 2011. VA’s adoption of WWP recommendations, sub-
mitted as comments on that regulation, would help bridge remaining gaps between
the law’s promise and regulatory-barriers many families still face.

In our view, the following comments offer the Department a road map for achiev-
ing in full the goal Congress set in enacting a historic caregiver-assistance law.
WWP is pleased to provide this Committee with these comments as part of our
statement for the record:

1. Eligibility issues:

a. Under the IFR, warriors with certain serious mental health condi-
tions would likely be deemed “ineligible” for caregiver-assistance.
Accordingly, new Section 71.15, which identifies reasons that might
create a need for supervision or protection, should be expanded to
include pertinent symptoms of PTSD, anxiety and depression.

The caregiver law provides that an eligible veteran is one who has a serious in-
jury, and it specifies that that term includes “psychological trauma, or other mental
disorder.” The IFR identifies possible bases for establishing a need for caregiver as-
sistance. Among those is that a wounded warrior requires supervision and protec-
tion based on symptoms or residuals of neurological or other impairment or injury.
The IFR identifies seven different circumstances that might require supervision or
protection, but the Department specifically welcomes additional suggestions on
these circumstances. WWP agrees that additional criteria are needed. The seven fac-
tors identified in the IFR do address very relevant considerations. Nevertheless, we
do not believe the factors are sufficiently comprehensive, particularly with respect
to widely prevalent mental health conditions that in some circumstances dictate a
need for caregiving assistance.

For example, in the case of a veteran with PTSD, “need for supervision or protec-
tion” could conceivably be established under the IFR based on its inclusion of such
symptoms as difficulty with sleep regulation and inability to moderate agitation.
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However, a veteran with PTSD marked by other severe symptoms (such as signifi-
cant avoidant behaviors) may need a caregiver’s supervision and protection, but
would likely not qualify under these IFR criteria. In addition, a veteran with signifi-
cant anxiety and related fearfulness (such as fear of leaving the home) could also
require some degree of caregiver assistance. As currently drafted, there is no single
criterion or group of criteria under Section 71.15 related to supervision or protection
that would address such anxiety symptoms. Similarly, it is not clear that symptoms
of depression are necessarily covered under that Section. (The reference to “self reg-
ulation” is at best ambiguous because it is described in terms that suggest it applies
only to being able to regulate an agitated or aggressive state. And while very severe
depression could involve suicidality and thus be covered under the “safety risk” cri-
terion, an individual with depression may pose no safety risk and still need consid-
erable assistance. PTSD, anxiety and depression are not only widely prevalent
among OEF/OIF veterans, but can certainly dictate a need for caregiving assistance
in the nature of supervision and protection. Given that PTSD and other mental dis-
orders are signature wounds of this war, and specifically included in the statute,
it would be unreasonable to fail to take account of common, severe symptoms of
thos(tle gonditions. Accordingly, the criteria in Section 71.15 should be revised and ex-
panded.

WWP recognizes that the IFR establishes a criterion under which a need for
caregiving can be based on a mental disorder that has been scored under a Global
Assessment Functioning (GAF) test at 30 or less continuously during a 90-day pe-
riod. A GAF score of 21-30 is defined as “behavior is considerably influenced by de-
lusions or hallucinations OR serious impairment, in communication or judgment
(e.g., sometimes incoherent, acts grossly inappropriately, suicidal preoccupation) OR
inability to function in almost all areas (e.g., stays in bed all day, no job, home, or
friends).” Requiring a GAF score of 30 or less sets an unreasonably restrictive eligi-
bility bar, particularly given the observations set forth above regarding situations
in which individuals with PT'SD, anxiety and depression likely would not be deemed
to need caregiver assistance under the Section 71.15 criteria on supervision or pro-
tection.

In setting a GAF “line” that is too restrictive and omitting pertinent behavioral
health criteria in Section 71.15 relating to supervision or protection, the IFR will
fail to cover veterans who should be deemed eligible based on a real need for care-
giver assistance. As such, the IFR creates what amounts to serious disparity. Con-
sider that the IFR, on the one hand, implicitly recognizes that a veteran with a
physical injury may be “eligible” based on a relatively limited need for assistance
with activities of daily living. (For example, a veteran may need relatively limited
assistance daily based on an inability to dress himself; yet the IFR would appro-
priately provide for caregiver-support to the veteran’s caregiver. Similarly, a veteran
who experienced moderate traumatic brain injury, manifested only in limited dif-
ficulty with planning and organization, might need only limited assistance such as
with maintaining a medication regimen, but caregiver support could again be au-
thorized under the IFR.) But a veteran with anxiety, for example, would have to
be almost totally disabled under the GAF-criterion—and likely need full-time assist-
ance—to be deemed eligible. This surely unintended disparity between IFR eligi-
bility standards applicable to a physical injury and those applicable to a common
mental health condition is fundamentally inconsistent with a law that clearly recog-
nized that both mental disorders and physical injuries can render veterans in need
of caregiver assistance. It is also inconsistent with the principle of “mental health
parity” which is firmly embedded in Federal law.! Such disparity should be excised
from the regulation.

b. The “GAF eligibility provision” is not only unduly restrictive, it is an
arbitrary standard that, contrary to law, has become the exclusive
criterion under the IFR for determining eligibility in the case of a
mental health condition.

As discussed above, the “GAF eligibility provision” is unduly restrictive. Implic-
itly, the Department’s position is that the only circumstances under which a mental
health condition would require another’s assistance is where mental impairment is
so profound as to manifest in (1) delusions or hallucinations; (2) suicidal preoccupa-
tion; (3) gross inappropriateness; or (4) bedridden status. Given how disabling men-
tal illness can be, such a view fails to account for the fact that individuals with less
severe symptoms may also need another’s daily assistance, albeit not necessarily
round-the-clock or full time care. In attempting to explain this provision, the De-

1See, e.g., Paul Wellstone and Pete Domenici Mental Health Parity and Addiction Equity Act
of 2008, Public Law 110-343.
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partment states that a “GAF scores in the 21-30 range is the minimum impairment
standard that VA will require to consider a mental health diagnosis a serious in-
jury.”2 It states further that:

“At this assessed level of impairment, the supervision or protection of a
caregiver is essential to the individual. An individual who has been as-
sessed as having a psychological trauma or mental disorder scored at 30
GAF or less generally requires a higher level of care that would provide con-
stant supervision.” 3

The underscored language above surely makes the point. Nothing in the law sug-
gests that a need for caregiver-assistance must be constant. To the contrary, Con-
gress made it clear that the extent of personal care services needed by eligible vet-
erans would vary substantially and directed the Secretary to provide Primary care-
givers a stipend that “shall be determined ... based upon the amount and degree
of personal care services provided.”¢ The IFR provisions addressing the stipend
clearly provide that a Primary caregiver of a veteran who is determined to need as
little as 10 hours of caregiver assistance weekly would still be entitled to receive
comprehensive caregiver supports. Setting a GAF score at a level that requires “con-
stant supervision of the veteran” is contrary to the law that directs the Secretary
to provide caregivers support tied to the duration of needed caregiving. In short, this
standard is contrary to law.

Beyond the question whether it is lawful to set a GAF-score “bar” at 21-30 rather
than a higher level, the IFR raises the more basic question: what is the foundation
for establishing any GAF score criterion? The VA states that the GAF-eligibility pro-
vision, Section 71.20(c)(3), is authorized by 38 U.S.C. §1720G(a)(2)(C)(iii), under
which the Secretary may establish additional circumstances that create a need of
personal care services other than the specific criteria identified in the law. In
WWP’s view, relying on a tool used to subjectively rate social, occupational, and psy-
chological functioning is an extraordinarily poor proxy for assessing a need for care-
giver assistance. However, the GAF provision is not simply a too-restrictive, arbi-
trary standard. Given that the VA has established with the GAF provision a sepa-
rate eligibility criterion applicable only to “psychological trauma or a mental dis-
order,” Section 71.20(c)(3) provides the exclusive eligibility criterion for a veteran
needing personal care services because of a mental health condition. As such, Sec-
tion 71.20(c)(3) has not only established a much higher eligibility threshold for a
mental health condition than for any other disorder, it effectively renders meaning-
less the law’s “need for supervision or protection” language in the case of a veteran
with PTSD or other mental health condition. Instead, the regulation sets a very spe-
cific test applicable to veterans with a mental disorder, such that—even if that vet-
eran’s condition is so severe that it creates a need for supervision or protection—
one must assume that the veteran would be deemed not to meet the IFR’s eligibility
requirements.

The VA’s explanation of this provision belies the notion that GAF-criterion is sim-
ply “an alternative” avenue of eligibility. As the VA clearly explains “GAF scores in
the 21-30 range is the minimum impairment standard that VA will require to con-
sider a mental health diagnosis a serious injury.”5 The VA has established a double
standard here. In interpreting the statutory language “an eligible veteran is any in-
dividual who ... has a serious injury (including traumatic brain injury, psychological
trauma, or other mental disorder),”® the VA explains that a mental health condition
is not “serious” unless it results in functional impairment that requires “constant
supervision.” Yet for ANY other injury, including traumatic brain injury (which may
manifest itself exclusively in behavioral manifestations little different from certain
mental health conditions), the IFR defines “serious injury” differently: “any injury
... that renders the veteran or servicemember in need of personal care services.””
Under this definition, a veteran suffering from traumatic brain injury could receive
as little as 10 hours per week of caregiver assistance. Setting disparate standards
based solely on diagnosis for determining whether an individual is in need of super-
vision or protection because impaired behavioral-health functioning cannot be
squared with a law that draws no distinction among types of injury, and provides
a specific, clearly-applicable criterion in law for determining need for personal care

2 Federal Register, 76, no. 87 (May 5, 2011): 26150.
31d. (emphasis added).

438 U.S.C. §1720G(a)(3)(C)3).

5Federal Register (May 5, 2011): 26150

638 U.S.C. §1720G(a)(2)(B) (2010).

738 CFR §71.15 (2011).
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services. WWP submits that including Section 71.20(c)(3) in a final regulation would
be contrary to law, and strongly urges that it be deleted in its entirety.

c. Contrary to law, the IFR draws so tight a link between injury and
need for personal care services that veterans whose injuries (only)
“lead to” the need for caregiver support will be rendered ineligible.

The VA explains that it interprets the caregiver law to require “a causal relation-
ship” between a veteran’s serious injury and a need for personal care services. While
WWP does not suggest that the VA’s interpretation of the statute is unreasonable
in principle, the IFR draws too fine a line — particularly in the absence of specific
statutory language requiring any causal connection®—in defining serious injury to
mean an injury that “renders” the individual in need of personal care services.?

To say, in effect, that the injury must have caused the need for caregiver-assist-
ance is at best to create ambiguity, and potentially to render ineligible a veteran
under circumstances where a condition secondary to his or her injury causes the
need for personal care services. Consider the case of a veteran who sustained mul-
tiple shell fragment wounds in Iraq. While those injuries were not severely disabling
and did not create a need for sustained caregiver assistance, the veteran after sepa-
ration from service underwent further surgery for removal of shell fragments, and
as a result of a mishap in surgery suffered loss of oxygen and now requires exten-
sive personal care services. One can also readily imagine the instance of a warrior
who lost a leg in Afghanistan, and subsequently (after separation from service) sus-
tains a severe traumatic brain injury in a bad fall due to loss of balance.

To focus narrowly and exclusively on whether the initial injury “renders” the vet-
eran in need of personal care services is to misread both the language and the pur-
pose of the caregiver law. If it is to conform to law, the final regulation must clarify
that a secondary condition resulting from that initial injury can provide an equally
sound basis for establishing a causal link to the need for caregiver-assistance. WWP
urges that the final rule make clear that eligibility extends to any serious condition
that is “related to, caused by, or derived from” an injury incurred or aggravated dur-
ing service.

d. The IFR fails to articulate clearly the manner in which “clinical eli-
gibility” will be determined and does not ensure that the caregiver’s
perspective is taken into account.

As drafted, the IFR is singularly vague regarding how the VA is to arrive at a
judgment that a particular wounded veteran requires caregiver-assistance. The VA
should remedy this ambiguity.

The IFR states that “need of personal care services [will be] ... based on ... [speci-
fied] clinical criteria.” 10 It provides that “upon receiving [the required application
for caregiver assistance] VA will perform the clinical evaluations required by this
section.” 11 The IFR further states that “VA will clinically rate the eligible veteran’s
need for supervision or protection ... using the seven impairments listed in ... sec.
71.15.”12 New Section 71.25(f)—relating to approval and designation of primary and
secondary family caregivers is the only provision of the regulation that speaks to
the process by which at least certain clinical judgments are to be made. The provi-
sion is vague, at best:

If the eligible veteran and at least one applicant meet the requirements of
this part, VA will approve the application and designate Primary and/or
Secondary family caregivers, as appropriate. This approval and designation
will be a clinical determination authorized by the eligible veteran’s primary
care team.13

One infers that this language means that the primary care team (as opposed to
a single non-physician, for example) is to perform the clinical evaluation. An inter-
disciplinary evaluation is critically important, but the IFR is certainly not clear on
that point.

WWP recently conducted a survey of caregivers to understand the experience of
families who had applied for comprehensive-assistance under the caregiver law dur-
ing the 7-week period following the initial-application date. Among the findings, the
survey responses suggest that there is variability from facility to facility as to who

8The Department acknowledges that the law imposes no such test. See Federal Register (May
5,2011): 26150.
938 CFR §71.15 (2011).
1038 CFR §71.20(c) (2011).
1138 CFR §71.25(a)(2) (2011).
1238 CFR § 71.40(c)(4)(ii) (2011).
1338 CFR §17.25(f) (2011).
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determines a veteran’s need for caregiver assistance, as well as an apparent failure
to communicate to caregivers how that determination is made. Asked their under-
standing of who determines a veteran’s need for caregiver-assistance, more than one
in five respondents expressed the understanding that it was the primary care physi-
cian; one in four responded that it was the clinical team; while more than four in
ten expressed uncertainty. Clarifying who makes the determination that a veteran
needs caregiver-assistance is only a first step, however. The regulation states that
VA is to “clinically rate” the veteran, but does not define that term or specify how
such clinical rating is to be conducted. In considering the determinations that must
be made regarding whether, and the extent to which, impairments result in a need
for supervision or protection, clinical judgment must take account of how the vet-
eran functions in his or her home and community, not simply how the veteran ap-
pears in a medical facility’s examination room. Such judgment cannot, for example,
be reliably based on prior VA medical records, and must necessarily rely heavily on
interviewing the caregiver and the veteran. But as one caregiver’s experience (re-
ported to WWP through our recent survey) indicates, the VA’s lack of guidance on
the importance of obtaining a full understanding of the veteran’s limitations and
needs (to include obtaining the caregiver’s perspective) can result in an inaccurate
assessment:

“My husband was interviewed by his VA physician, but I was not allowed
to go in and assist him and help him remember things and help give an
accurate picture of his functioning and health. His physician had only seen
him a couple of times, we were told this was the reason he was going in for
an interview /assessment. The assessment was supposed to provide the un-
derstanding of my warrior’s needs. Since I was not there, and my warrior
does not recall the entire interview, I do not know if the doctor really got
a good understanding of the situation.”

WWP urges that the regulation make clear that the various clinical determina-
tions implicit in the IFR are to be made by an interdisciplinary clinical team, and
that the team must interview both the caregiver and veteran to gain an under-
standing of the extent and nature of the veteran’s need for personal care services.
In those instances in which a need for caregiving is based on a need for supervision
and protection, VA should require use of the Neuropsychiatric Inventory (NPI) (or
similar tool). The NPI, which VA cited as a source for its scoring methodology,
would be an apt tool for interviewing a caregiver because it is structured to gain
information on the frequency and severity of impairment across ten behavioral
areas, as well as to assess caregiver distress. (Insight on the degree of caregiver dis-
tress would also be a useful tool in determining caregiver’s need for education and
training, supportive services, and respite care.)

WWP recommends that the term “clinical rating” be defined to address the above
described concerns, to include identifying who makes such determinations, the man-
ner in which such determinations are made (that is, that they are not to be based
on inferences drawn from prior medical or compensation records, must take account
of extensive interview with the caregiver, etc.), and the nature of the examinations
and home assessments that must be conducted.

The final regulation should clarify that a veteran with any service-con-
nected condition incurred or aggravated on or after 9/11 may be an “eligible
veteran” under the caregiver law.

The IFR essentially restates the statutory language in providing an eligible vet-
eran is “an individual [who] ... has a serious injury, including traumatic brain in-
jury, psychological trauma, or other mental disorder[.]” 14 That phrasing leaves an
important issue unresolved. The final rule should clarify that caregivers of veterans
who incurred a serious illness or disease in service on or after 9/11 will not be ex-
cluded from the comprehensive assistance program.

While the statute does not define the term “serious injury”, the statutory lan-
guage is instructive. Its key provision is “serious injury (including traumatic brain
injury, psychological trauma, or other mental disorder).” 1> The dictionary definition
of “injury” encompasses any kind of suffering, which would include diseases. See
Webster’s third new international dictionary 1164 (3d ed. 1976) (defining “injury”
to mean “hurt, damage, or loss sustained.”); random house unabridged dictionary
983 (2d ed. 1993) (defining “injury” as “a particular form or instance of harm.”);
Merriam Webster collegiate dictionary (10th ed. 1996) (defining “injury” as “hurt,
damage, or loss sustained.”). Moreover, the use of the word “including” in Section

1438 CFR §71.20(b) (2011)
1538 U.S.C. §1720G(a)(2)(B) (2010).
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1720G(a)(2)(B) is not to be construed narrowly, as providing an all inclusive list of
qualifying disabilities, but rather sets forth examples of the types of disabling condi-
tions that would constitute a “serious injury” under the statute. See Federal Land
Bank of St. Paul v. Bismarck Lumber Co., 314 U.S. 95, 100 (1941) (“the term ‘in-
cluding’ is not one of all-embracing definition, but connotes simply an illustrative
application of the general principle.”). By including “other mental disorder” in addi-
tion to those caused by “psychological trauma,” the statute strongly suggests an in-
tention to include not only disabling conditions caused by external trauma, but also
conditions that may have been caused by an illness or disease process.'® While it
seems clear that the phrase “serious injury” cannot be read to mean only “traumatic
injury,” the inquiry does not end there.

While the statute itself does not provide a more concrete definition of the phrase
“seriously injured,” that term has been widely used by the Department of Defense
(DoD) and Department of Veterans Affairs (VA) in relation to benefits, care and
services provided to servicemembers and veterans of Operation Enduring Freedom
(OEF) and Operation Iraqi Freedom (OIF). DoD classifies casualties for reporting
purposes into one of the following seven casualty statuses: Deceased, DUSTWUN (a
temporary status), Missing, Very Seriously I1l or Injured (VSI), Seriously Ill or In-
jured (SI), Incapacitating Illness or Injury (III), and Not Seriously Injured (NSI).17
This DoD classification system is used by both DoD and VA to provide and coordi-
nate care to servicemembers of OEF and OIF. For example, DoD uses these classi-
fications to determine eligibility for a servicemembers’ next of kin (NOK) to receive
travel at government expense to aid the servicemember’s recovery through presence
at their hospital bedside.l® Both VA and DoD use this classification to qualify a
servicemember for the assignment of a Federal Recovery Care Coordinator, the indi-
viduals tasked with ensuring seamless transition from DoD to VA care.l® As a fur-
ther example, VA uses this classification to assign case managers to veterans of
OEF and OIF in order to ensure that their care is well coordinated.20

The legislative history of the Veterans and Caregivers Omnibus Health Services
Act, P.L. 111-163, makes clear that Congress intended for caregiver benefits under
the act to extend to those servicemembers of OEF and OIF who are classified as
“seriously ill or injured” or “very seriously ill or injured.” The Joint Explanatory
Statement that accompanied the legislation expressly states:

The Compromise Agreement also includes an authorization for appropria-
tions that is below the estimate furnished by the Congressional Budget Of-
fice. The lower authorization level is based on information contained in a
publication (Economic Impact on Caregivers of the Seriously Wounded, Ill,
and Injured, April 2009) of the Center for Naval Analyses (CNA). This
study estimated that, annually, 720 post-September 11, 2001 veterans re-
quire comprehensive caregiver services. The Compromise Agreement limits
the caregiver program only to “seriously injured or very seriously injured”
veterans who were injured or aggravated an injury in the line of duty on
or after September 11, 2001.21

The referenced study conducted by the Center for Naval Analyses (CAN), entitled
“Economic Impact on Caregivers of the Seriously Wounded, Ill, and Injured,” ex-
pressly based its estimates of the need for caregiver services on the DoD classifica-
tions of “Very Seriously Injured and IlI” and “Seriously Injured and Ill.” Thus the
study states:

We estimate that the average annual incidence of seriously WII service-
members needing a caregiver is about 720. This estimate is based on the
number of “very seriously ill or injured” or ’seriously ill or injured’ (VSI/

16 Pgychological trauma” is not itself a psychiatric diagnosis. See Diagnostic and Statistical
Manual of Mental Disorders, 4th. Edition, American Psychiatric Association.

17“Military Personnel Casualty Matters, Policies, and Procedures,” Department of Defense In-
structions 1300.18, September 18, 2000, p. 19, http://biotech.law.lsu.edu/blaw/dodd/corres/pdf2/
1130018p.pdf.

18“Military Personnel Casualty Matters, Policies, and Procedures,” Department of Defense In-
structions 1300.18, September 18, 2000, p. 7, hitp://biotech.law.lsu.edu/blaw/dodd/corres/pdf2/
1130018p.pdf.

19 Memorandum from the Under Secretary of Defense for Personnel and Readiness, June 10,
2009, http:/lwww.health.mil/librariessrHA Policies and Guidelines/09-021.pdf.

20VHA Handbook 1010.01, “Transition Assistance and Case Management of Operation Iraqi
Freedom (OIF) and Operation Enduring Freedom (OEF) veterans,” May 31, 2007.

21 Joint Explanatory Statement Submitted by Senator Akaka, Chairman of the Senate Com-
mittee on Veterans’ Affairs, Congressional Record, April 22, 2010, S2567, http://www.gpo.gov/
fdsys/pkg/CREC-2010-04-22/pdf/CREC-2010-04-22-pt1-PgS2566.pdf#page=1.
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SI) servicemembers. If we restrict this to just VSI cases, the average annual
number is 170.22

While the statute uses a truncated reference to the DoD classification system, “se-
riously injured,” rather than the full reference to “seriously injured and ill,” this
should not be interpreted as an intent to further limit eligibility by excluding
servicemembers whose need for caregiver services is based on illness. It is common
for the DoD classifications of “Very Seriously Injured and I11” and ’Seriously Injured
and I11I” to be truncated when referenced to “very seriously injured” and “seriously
injured.” For example, in a 2005 memorandum between the Department of Defense
and Department of Veterans Affairs with the express subject of “Expediting Vet-
erans Benefits to Members with Serious Injuries and Illnesses,” the body of the
memo truncates the reference by deleting the word “ill” as follows:

The Department of Veterans Affairs (VA) and the Department of Defense
(DoD) identified an initiative to expedite data exchange between the DoD
and the VA for ’seriously injured’ members, and those members entering
the Physical Evaluation Board Process.23

Similarly, in a 2008 report the Department of Veterans Affairs Office of the In-
spector General noted that the truncated reference to “seriously injured” or “seri-
ously disabled” was meant to refer to the traditional DoD classification codes that
include illness, stating:

VBA defines seriously disabled veterans as servicemembers who defi-
nitely or possibly will be discharged from military service because of an in-
jury or illness and all veterans with DoD classification codes of very seri-
ously injured, seriously injured, or a special category involving an amputa-
tion.24

Despite the use of the common, truncated reference to DoD’s classification of “Se-
riously Injured and Ill, Congress clearly intended the legislation to cover those indi-
viduals identified in the (CNA) study as in need of caregiver services, estimated to
be 720 families annually, and appropriated funding to cover the costs of providing
caregiver benefits to those families.

Finally, the caregiver law cannot be read in isolation and without regard to the
carefully woven system of benefits codified in title 38 of the U.S. Code, which it
amends. Importantly, with a single readily distinguishable exception,25 the entire
VA benefit system is structured so as not to differentiate between injury and illness
as a basis for eligibility. Thus, veterans are equally eligible for monetary compensa-
tion for any injury or illness that is incurred coincident with service or is aggravated
by service,26 entitlement to higher levels of “special monthly compensation” may be
awarded based on disabilities resulting from either an injury or disease process,2?
and veterans who are determined catastrophically disabled due to an injury or dis-
ease receive a higher priority access to VA health care.28 The caregiver provisions
should be interpreted in harmony with the general principle established in the stat-
utory scheme, that veterans with a qualifying disability are entitled to benefits
whether such disability resulted from an injury or an illness. See Exxon Mobil Corp.
v. Allapattah Services, Inc., 545 U.S. 546, 559 (2005) (“In order to determine the
scope of [a statutory provision] ... then, we must examine the statute’s text in light
of context, structure, and related statutory provisions”); United States v. Gomez, 490
U.S. 858, 864 (1989) (“We interpret the Federal Magistrates Act in light of its struc-
ture and purpose.”).

2. The Stipend

a. In establishing a schedule for caregiver stipends, the IFR unrea-
sonably applies an untested, flawed “scoring” methodology that

22“Kconomic Impact on Caregivers of the Seriously Wounded, Ill, and Injured,” CNA Analysis
agg dSolutions, April 2009, p. 3, hitp://www.cna.org/documents/D0019966.A2.pdf (emphasis
added).

23 Memorandum from the Under Secretary of Defense for Personnel and Readiness, September
27, 2005, http://lwww.health.mil/librariessHA Policies and Guidelines/05-018.pdf.

24“Audit of Veterans Benefits Administration Transition Assistance for Operations Enduring
and Iraqi Freedom Servicemembers and Veterans,” Department of Veterans Affairs Office of In-
spector General, July 17, 2008, pg. i, http://lwww.va.gov/oig/52/reports/2008/VAOIG-06-03552—
169.pdf (emphasis added).

2538 U.S.C. §1980A (2010).

2638 CFR §3.303(a) (2011).

2738 CFR §3.350(a)(3),(H(4)(1) (2011).

2838 C.F.R §17.36(e) (2011).
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dramatically underestimates the number of hours of caregiving
needed by an individual who requires supervision or protection
and is inconsistent with law.

The caregiver law directs that the amount of the monthly personal caregiver sti-
pend is to be determined in accordance with a VA-established schedule that is based
on the amount and degree of personal care services provided. The VA explains that
in arriving at a stipend amount it will determine the veteran’s level of dependency
by reference to the degree to which the veteran in unable to perform activities of
daily living or the degree to which the veteran is in need of supervision of protection
based on symptoms or residuals of neurological or other impairment or injury. The
IFR methodology with reference to the criterion, need for supervision and protection,
fails even to approximate the amount and degree of personal care services many
wounded warriors with traumatic brain injury and other behavioral impairments
need. In describing that methodology, the VA explains that its “scoring criteria” are
“based on three widely accepted clinical tools for measuring ADLs and functional
dependence: The Katz Basic Activities of Daily Living Scale, the UK Functional
Independence Measure and Functional Assessment Measure; and the
Neuropsychiatric Inventory.”29 We note, in that regard, that at least one of those
tools, the Neuropsychiatric Inventory, is not, by its own description, a tool for meas-
uring functional dependence, but instead an assessment tool to monitor change. The
following case profiles demonstrate that, regardless of the utility of those tools in
other settings, the scoring methodology itself has not been adequately tested, and
must be revised.

1. Veteran A returned from Iraq in 2008 and has been clinically diagnosed with
severe depression which began in service. He is able to perform all activities
of daily living, but is unable to work or perform much in the way of gainful
activity because of symptoms of depression which include utter lack of energy,
difficulty in even getting out of bed or concentrating on tasks, and feelings of
hopelessness. Medications have not alleviated his now-chronic symptoms, and
his family members have maintained virtually full-time watch to ensure that
he does not attempt to harm himself. Under the current scale, since a need
for total assistance in any one domain is assigned a rating of only “4”, Veteran
A is rated as a “4” for safety risk, “4” for self-regulation, and “4” for difficulty
with planning and organizing, for a total score of 12. Because the scoring cri-
teria under the IFR creates an irrebuttable presumption that a veteran with
a score of 12 or less requires 10 hours per week of caregiver assistance, this
veteran’s primary caregiver, his wife, would receive a stipend for 10 hours of
caregiving per week—or about $15 day—even though she is effectively a full-
time caregiver and thus unable to pursue employment and earn any additional
income.

2. Veteran B returned from Afghanistan where he sustained a severe traumatic
brain injury and other wounds as a result of an IED blast. After a lengthy
post-operative course during which he underwent extensive rehabilitation, he
walks with a limp but is able to perform all activities of daily living. Despite
his head injuries, he has no cognitive deficit, seizures, memory problems, or
difficulty with planning and organizing. In fact, the single manifestation of his
injuries is that he experiences severe, erratic mood swings, and unpredictably
and often exhibits aggressive and even violent outbursts. He is unable to con-
trol these behaviors, even with medication, and as a result is unable to work.
His wife accompanies him everywhere—serving as a buffer to avoid incidents,
driving him to frequent medical appointments, and keeping him out of trouble.
Under the IFR rating scale, veteran B is rated as a 4 based on total inability
to self-regulate; as a result, his wife would receive the minimum stipend, based
on the methodology that “the eligible veteran is presumed to require 10 hours
per week of caregiver assistance.” Notwithstanding that regulatory presump-
tion, the fact is that his wife is his full-time caregiver.

3. Veteran C sustained a moderate to severe traumatic brain injury during his
third tour in Iraq and suffers from severe chronic short-term memory loss.
While he is able to carry out all activities of daily living, he is both very forget-
ful and easily distracted. As a result, he is unable to work and spends much
of his time at home. Even after a lengthy period of rehabilitation, he manifests
behaviors such as forgetting to turn off appliances or the stove that have
frightened his family. His mother felt the need to quit her job and stay home
with him to prevent any mishap. Under the current scale, Veteran C is rated

29 Federal Register (May 5, 2011): 26150.
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as 4 for difficulty with planning and organizing, a 4 for safety risks, and a 4
for difficulty with recent memory, for a score of 12. Under the IFR rating cri-
teria, Veteran C’s mother, his primary caregiver, would receive a stipend that
is based on the assumption that she provides only 10 hours of caregiving as-
sistance per week; in fact she spends approximately that much time in a
caregiving capacity daily.

These hypotheticals underscore the fundamental flaw in the IFR scoring method-
ology applicable to caregivers who provide protection or supervision. If an aggre-
gated scoring methodology is to be employed, it must recognize that deficits in a sin-
gle domain—such as being a safety risk or being unable to regulate severe mood
swings, for example—may create a need for total assistance and should be sufficient
to result in a determination that the veteran requires full-time caregiving. Yet this
model fails to recognize that, unlike a methodology that gauges caregiving need of
an individual with limitations in activities of daily living, a need for full-time
caregiving cannot necessarily be determined by an aggregated-scoring tool.

WWP’s recent survey of caregivers demonstrates the above-cited concerns, as il-
lustrated by a respondent’s comments:

I was told that my husband scored in the low Tier level I, with an ‘11.” This
only allows 10 hrs a week, approximately $426 a month. I don’t agree with
this because my husband needs continuous supervision due to his TBI,
PTSD, Mental Health and also sometimes 2-3 days a week requires bed rest
due to physical pain. So 10 hrs a week is like about 1.42 hrs a day. I have
to help him remember to take meds 3 x times daily, assist with cooking,
driving, medical appointment; and just overall supervision for his safety.
Ten hours a week is nowhere near the time I spend caring for him.

Clearly, as the above examples illustrate, the scoring methodology is flawed as it
relates to assessing the extent and degree of personal services required by veterans
for whom caregiving-assistance is based on a need for supervision or protection. But
the criteria suffer from a more fundamental flaw. Under the law, “the amount of
the ... stipend ... shall be determined in accordance with a schedule established by
the Secretary that specifies stipends based upon the amount and degree of personal
care services provided.”30 The law defines the phrase “personal care services” in
pertinent part to mean “services that provide the veteran ... [alssistance with one
or more independent activities of daily living.”31 Those IADL’s assess the relative
ability of an individual to carry out specified activities independently, to include use
the telephone, shop, prepare meals, keep house, do laundry, travel, take medications
correctly, and handle finances.32 The law clearly requires the VA at least to include
these criteria in determining the amount and degree of personal care services a
caregiver is providing, as it relates to determining a stipend amount. The IFR does
not do so, and, accordingly, is not consistent with law.

For the reasons set forth above, Section 71.40(c)(4) must be revised.

b. While establishing a cap of 40 hours/week for a caregiver stipend, the IFR
does r‘tiot address how caregiving-needs exceeding 40 hours would be
covered.

The IFR states that an eligible veteran with a score of “21 or higher ... is pre-
sumed to require 40 hours per week of Caregiver assistance.”33 But it fails to ad-
dress circumstances under which caregiving-needs exceed that limit. WWP under-
stands that the intent of this provision is to cap stipend amounts at that level. The
underlying rationale, as WWP understands it, is laudatory—to avoid having care-
givers work unreasonably long, strenuous hours and to give them respite by meeting
those additional needed caregiving hours through home health agency services. That
important policy should be specifically articulated in the regulation. However, the
policy must also take account of the circumstances facing caregivers in rural and
other areas where home health services are not available (as well as those instances
in which agencies are not capable of providing the required specialized care a
wounded warrior needs). Given those relatively frequent situations, WWP believes
it would be unreasonable to fail to address this situation. We urge that the VA re-
vise the regulation to afford caregivers a reasonable opportunity to rebut the pre-
sumption that a veteran requires only 40 hours of caregiver assistance a week, and,

3038 U.S.C. §1720G(a)(3)(C)() (2010).

3138 U.S.C. §1720G(d)(4) (2010).

32Lawton MP, Brody EM. Assessment of older people: self-maintaining and instrumental ac-
tivities of daily living. Gerontologist 1969; 9(3):179-186; hitp://www.unmc.edu/media/intmed/geri-
atrics/nebgec/pdfifrailelderlyjuly09/toolkits/timmactivitiesdailyliving.pdf.

3338 CFR §71.40(c)(6)(4)(iv)(a) (2011).
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accordingly to enable a caregiver to receive a stipend amount that encompasses and
reasonably approximates the additional number of caregiving hours that cir-
cumstances may require.

c. Setting the stipend rate based only on the amount of services provided is
inconsistent with law.

In directing the Secretary to establish a schedule for determining the amount of
the monthly caregiver stipend, the statute provides the VA must, to the extent prac-
ticable, ensure that the stipend amount “is not less than the monthly amount a com-
mercial home health care entity would pay an individual in the geographic area of
the eligible veteran to provide equivalent personal care services to the eligible vet-
eran.” 34 Importantly, two different considerations must be built into the develop-
ment of that stipend schedule: “the amount and degree of personal care services pro-
vided.”35 The VA’s formulation, however, interprets the statute in a manner that
effectively ignores the term “degree.” This interpretation cannot stand.

The VA explains that “the direct stipend payment is calculated based on the BLS
wage rate for a Home Health Aide using the 75th percentile of the hourly wage rate
in the geographic area of residence of the eligible veteran.” 3¢ The Bureau of Labor
Statistics describes a home health aide as one who provides “routine individualized
health care such as changing bandages and dressing wounds, and applying topical
medications to the elderly, convalescents, or persons with disabilities at the pa-
tient’s home or in a care facility. Monitor or report changes in health status. May
also provide personal care such as bathing, dressing, and grooming of patient.”37
WWP submits the caregiving needs of many within the population of young severely
wounded veterans are far more extensive than the kind of routine care described
by BLS, and often cannot be met by a home health aide. In describing her role as
a caregiver, one explained, “I am my husband’s accountant; occupational therapist;
physical therapist; driver; mental health counselor; and life coach.”38 Further, dur-
ing its consideration of caregiver legislation, Congress heard testimony indicating
that home health aides often lack the specialized training or capability to meet the
needs of profoundly disabled veterans.39

The VA states that “[w]e determined that the 75th percentile most accurately re-
flects the national hourly wage rate for the competencies to be performed.” 40 WWP
questions the basis for that determination. Family caregivers of more severely
wounded veterans seldom provide simply home-health care, but typically assist (and
often substitute for) the veteran in carrying out a range of other demanding respon-
sibilities, to include financial management and running a household. The VA states
that “[t]here is a large standard deviation on wage rates for home health aides de-
pending on their experience and education as well as the economic factors in the
geographic area (mainly supply and demand).”4! Given the higher level of functions
provided by many caregivers, and the VA’s own acknowledgement that wage rates
vary depending on the complexity of duties performed, the seventy fifth percentile
fails to address adequately the degree of personal care services provided.

Finally, setting the stipend at the 75th percentile fails to take account of the pur-
pose of the stipend, which is to provide a level of financial support to ensure that
the economic strains on family caregivers do not result in or contribute to families
no longer being able to sustain their caregiving.#2 The Secretary cannot ignore the
reality that setting the stipend level too low will directly result in continued eco-
nomic strain for caregivers. As scholars have observed, caregiver pay provides a low
living standard and “caregiver” is included in the class of low-wage jobs that leave

3438 U.S.C. §1720G(a)(3)(C)(ii) (2010).

35]d. at §1720G(a)(3)(C)(i) (emphasis added).

36 Federal Register (May 5, 2011): 26154.

37U.S. Department of Labor, Bureau of Labor Statistics, Occupational Employment and
Wages, May 2010, 31-1011, Home Health Aides, http://www.bls.gov/oes/current/oes311011.htm.

38 Wounded Warrior Project Statement for the Record, “Oversight Hearing: TBI—Progress in
Treating the Signature Wound of the Current Conflicts,” Committee on Veterans Affairs, U.S.
Senate, May 5, 2010.

39 See testimony of Anna Frese, “Meeting the Needs of Family Caregivers of Veterans,” Com-
mittee on Veterans Affairs, U.S. House of Representatives, Hrg. No. 111-26, 111th Cong. 1st
Sess., June 4, 2009.

j‘;}’;deral Register (May 5, 2011): 26154.

42See Sen. Rep. No. 111-080, Caregiver and Veterans Health Services Act of 2009 (Sep-
tember 25, 2009), http://thomas.loc.gov/cgibin/cpquery/?&dbname=cp111&sid=cp111sBb3W&refer
=&r n=sr080.111&item=&&&sel=TOC 0& “Hearing on Pending Health Care Legislation,”
Committee on Veterans Affairs, U.S. Senate (April 22, 2009); hitp://veterans.senate.gov/hear-
ings.cfm?action=release.display&release id=55fa0387-887a-479f-b97618c26056444e
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workers struggling.43 Caregivers and other direct-service workers often do not re-
ceive livable wages, and a high proportion of these workers rely on some form of
public assistance in order to make ends meet.44 Considered in terms of Bureau of
Labor Statistics’ national estimates, a uniform per-hour stipend rate at the 75th
percentile is only $11.55/hour, more than $2.50/hour, or 18 percent, below the na-
tional estimate at the 90th percentile.4>

Given that the stipend was designed to both reflect the degree of services provided
by family caregivers and afford caregivers financial support to ease their economic
strain, WWP urges that the caregiver stipend be appropriately set at the 90th per-
centile of the hourly wage rate in the geographic area of residence of the eligible
veteran rather than the 75th.

3. The IFR fails to address the processes for appealing adverse decisions.

The IFR is silent with respect to both a right to appeal adverse decisions under
the program and with respect to the processes for exercising that right. The omis-
sion is glaring and must be remedied. An application for caregiver assistance may
call upon VA personnel to make a wide-ranging number of decisions any one of
which holds the potential for damaging error.

To illustrate, the law contemplates the potential for numerous clinical determina-
tions under the law, with clinical judgment potentially involved in such determina-
tions as whether there is a need for personal care services; whether provision of
caregiver-assistance “is in the best interest of the veteran;” the extent of caregiver-
assistance the veteran requires; and the quality of the personal care services pro-
vided to the veteran. Any one of those decisions has far-reaching ramifications. Yet
VA claimants are barred from obtaining judicial or even administrative review
(through the Board of Veterans Appeals) of “medical determinations.” It is critical,
therefore, that with respect to those decisions that are truly medical determinations,
the final regulation should, at a minimum, (a) specify the mechanism or mecha-
nisms through which a caregiver or veteran may appeal such a decision, (b) require
that caregivers and veterans be provided a written explanation of the basis of any
clinical determination they question, (c) be afforded the right to provide independent
medical evidence in support of any appeal, and (d) be afforded a reasonably prompt,
independent review of such appeal.

The caregiver law, of course, states that “[a] decision by the Secretary under this
section affecting the furnishing of assistance or support shall be considered a med-
ical determination.”46 In our view, therefore, a final regulation must provide claim-
ants and Department personnel clear direction as to precisely which issues under
this program are actually medical determinations and which are not. We believe
that the proper definition of “medical determinations” is the one provided in 38 CFR
§20.101(b): “Medical determinations, such as determinations of the need for and ap-
propriateness of specific types of medical care and treatment for an individual, are
not adjudicative matters and are beyond the Board’s jurisdiction. Typical examples
of these issues are whether a particular drug should be prescribed, whether a spe-
cific type of physiotherapy should be ordered, and similar judgmental treatment de-
cisions with which an attending physician may be faced.” Clearly establishing the
applicability of this definition is essential to making sure that veterans do not lose
their due process rights to challenge any adverse eligibility determination, as they
have such rights as to other services and benefits provided by the Veterans Health
Administration. See, e.g., 38 CFR §20.101(b) (“The Board’s appellate jurisdiction ex-
tends to questions of eligibility [.]”). Providing a cross-reference to that regulation
would limit unappealable decisions under the statute to the kinds of clinical deter-
minations addressed in regulation. Compare Zimick v. West, 11 Vet. App. 45, 48
(1998) (“[Slpecific medical determinations as to the appropriate medical treatment
are not adjudicative matters over which the Board has jurisdiction.”), with Meakin
v. West, 11 Vet. App. 183, 187 (1998) (“determinations as to whether the applicant
is a veteran, whether he seeks treatment for a service-connected disability, and
whether VA facilities are geographically inaccessible are on their face obviously not
medical determinations.”). Any broader limitation of appealability would raise seri-
ous due process concerns by precluding veterans from challenging eligibility and
other similar determinations, to which they have property rights under law. See

43 See Beth Shulman, The Betrayal of Work: How Low-Wage Jobs Fail 30 Million Americans,
The New Press (2003).

44 Hewitt et al., “A synthesis of direct service workforce demographics and challenges access
intellectual/developmental disabilities, aging, physical disabilities, and behavioral health,” Na-
tional Direct Service Workforce Center (Nov. 2008).

45 Bureau of Labor Statistics, Id.

4638 U.S.C. §1720G(c)(1) (2010).
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Mathews v. Eldridge, 424 U.S. 319, 332 (1976); Nat’l Ass’n of Radiation Survivors
v. Derwinski, 994 F.2d 583, 588 n.7 (9th Cir. 1992).

Certainly Congress cannot be deemed to have intended to abrogate a claimant’s
right to due process. Additionally, Section 1720G(c)(1) must be read to harmonize
with an existing body of law, and longstanding precedent, governing appellate and
judicial review. Congress cannot have intended that claimants would be denied the
opportunity to pursue appellate remedies on issues that would otherwise be subject
to such review. By way of illustration, Congress could not have intended to deny
claimants a right to administratively appeal a decision that a veteran’s injury was
not (a) incurred in line of duty; (b) incurred on or after September 11, 2001, or (c)
incurred in service. Congress could not have intended to deny a veteran the right
to appeal a VA determination that denies his or her application for comprehensive
caregiver assistance on the basis that the caregiver is not a member of the veteran’s
family under 38 U.S.C. § 1720G(d)(A). A VA denial of a veteran’s application based
on a decision under 38 U.S.C. § 1720G(d)(B) that the veteran’s caregiver (who is not
a member of the veteran’s family) does not live with the veteran surely cannot be
beyond review on the ground that it is a “medical determination.” A decision to deny
a designated Primary caregiver travel benefits or a monthly stipend to which she
or he is specifically entitled by law cannot be beyond the range of administrative
and judicial review. Even decisions made by clinicians cannot be shielded from ad-
ministrative review as an exercise of medical judgment when they are mistakenly
based on the wrong legal standard. It is not inconceivable, for example, that a clini-
cian or clinicians might determine that a veteran not in need of personal care serv-
{ces based on their employing a “need for nursing home care” criterion, contrary to
aw.

While Section 1720(c)(1) is apt recognition that implementing Section 1720G(a)
would entail a series of determinations requiring the exercise of medical judgment,
the legislative history provides not a scintilla of evidence to suggest that Congress
had any intention of taking the unprecedented step of depriving veterans of long-
standing appellate rights. The final regulation must make that clear.

4. The IFR provisions regarding respite care fail to address specific require-
ments of the caregiver law.

Respite is one of the most important needs caregivers face, and the caregiver law
provides important direction regarding this vital support. But the IFR omits ref-
erence to a key provision of the law. While the IFR states that respite care is to
include “24-hour-per day care ... commensurate with the care provided the Family
caregiver to permit extended respite,” the IFR is silent regarding the critically im-
portant statutory direction that “respite care ... shall be medically and age-appro-
priate and include in-home care.” Department officials have advised that this omis-
sion was unintentional. WWP appreciates programmatic efforts to stress the impor-
tance of making such respite available, and certainly looks forward to having this
requirement clearly articulated in the final regulation. Of course, absent language
that at least restates that requirement, there is concern that VA facility personnel
might at some point erroneously advise caregivers that their only extended-respite
option is to place their warriors in VA nursing home units— precisely the concern
that prompted the age-appropriate, in-home provisions of the law.

5. The final regulation should clarify CHAMPVA eligibility where a care-
giver loses prior coverage.

Section 71.40(c) aptly states that “VA will provide to Primary family caregivers
all of the benefits listed in paragraphs (c)(1) through (4).” But the IFR goes on to
state at Section 71.40(c)(3) that “primary family caregivers are to be considered eligi-
ble for enrollment in the Civilian Health and Medical Program of the Department
of Veterans Affairs (CHAMPVA), unless they are entitled to care or services under
a health-plan contract”.47 Stating that “caregivers are to be considered eligible” un-
dercuts that directive language—diluting an expression of entitlement into a vague
instruction. In short, the phrase “to be considered” is ambiguous surplusage, and
should be deleted from the final regulation.

The IFR phrasing has significance, however, because it highlights the fact that
unidentified VA personnel will make determinations under this section as to wheth-
er caregivers “are entitled to care or services under a health-plan contract.” That
raises the question, what further guidance will those personnel be given in making
such determinations? It would not be extraordinary, for example, particularly under
current economic conditions, for a caregiver to lose health insurance coverage bene-
fits after having begun to receive VA caregiver-assistance. (One can readily imagine,

4738 CFR §71.40(c)(3) (2011).
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for example, the plight of a middle-aged mother who, as her warrior-son’s full-time
caregiver, suddenly loses health benefits when her husband loses his job. Consider
also that the same caregiver, living on a fixed, limited income and facing growing
expenses might lose health coverage because of being unable to afford to pay health-
care premiums.) It should be made clear that entitlement to CHAMPVA coverage
is not simply a one-point-in-time determination, but that this support must be pro-
vided when needed throughout the period of caregiving.

The law itself makes this clear, stating without qualification as to any point in
time, “the Secretary shall provide to family caregivers ... medical care under Sec-
tion 1781 of this title.” Importantly, too, the purpose of the law is “to provide assist-
ance to caregivers of veterans” in recognition of their inherent vulnerabilities.48 As
WWP testified in support of the S. 801 (later incorporated into S. 1963), “studies
have shown that family caregivers experience an increased likelihood of stress, de-
pression, and mortality as compared to their non-caregiving peers” and “caregivers
report poorer levels of perceived health, more chronic illnesses, and poorer immune
responses to viral challenges.”49 Senator Daniel Akaka, the lead sponsor of S. 801
and then-Chairman of the Senate Veterans’ Affairs Committee, acknowledged these
vulnerabilities and stated that the purpose of S. 801 was to “help alleviate those
problems [such as decreased household income and potential loss of health insur-
ance] so as to allow the caregiver to focus entirely on caring for the veteran.”50 A
caregiver’s losing health coverage certainly creates additional vulnerability for both
the caregiver and the veteran. We urge that the provision be clarified to ensure that
caregivers who at any point in time lose prior health benefits can enroll in
CHAMPVA.

6. The final regulation should clarify eligibility for reimbursement of travel
expenses.

In comments supplementing publication of the IFR, the VA acknowledges that
“VA must provide Primary and Secondary family caregivers with ’lodging and sub-
sistence under [38 U.S.C.] 111(e),’”5! as amended by the caregiver law. The VA
states that it has implemented that requirement by including in the IFR a provision
stating that family caregivers “are to be considered eligible for beneficiary travel
under 38 CFR part 70.” This phrasing suffers from the same flaw as the “are to
be considered eligible” phrasing employed with respect to CHAMPVA (discussed
above). Moreover, the IFR fails to amend the beneficiary travel regulations at 38
CFR part 70 or to include any language addressing the scope of the travel benefit
established in Section 104 of the caregiver law. However, that provision of the care-
giver law makes it clear that a family caregiver is eligible for the expenses of travel
in connection with (and for the duration of) a veteran’s examination, treatment, or
care notwithstanding that the veteran may not need an attendant to perform such
travel.

WWP has received reports from caregivers indicating apparent misunderstanding
on the part of VA personnel regarding caregivers’ eligibility for beneficiary-travel re-
imbursement. In our view, failing to include in regulations the substantive changes
in beneficiary-travel eligibility established in the caregiver law (beyond the vague
statement that caregivers are to be considered eligible for beneficiary travel) can
only compound the risk of error.

Wounded Warrior Project have not received any Federal grants or contracts, during
this year or in the last two fiscal years, from any agency or program relevant to the
subject of the July 11, 2010 Subcommittee on Health Ouversight Hearing on the Care-
giver Assistance Program implementation.

———

48 Explanatory Statement: Amendment of the House of Representatives to S.1963 Caregivers
and Veterans Omnibus Health Services Act of 2010. Submitted by Senator Akaka, Congressional
Record 156:58 S2566 (April 22, 2010) Available from: U.S. Government Printing Office; accessed
June 20, 2011.

49Hearing on Pending Health-Related Legislation, Committee on Veterans Affairs, U.S. Sen-
ate (April 22, 2009)

50 Senator Akaka (HI). Congressional Record 155:56 (April 2, 2009) p. S4350 Available from:
U.S. Government Printing Office; accessed June 20, 2011.

51 Federal Register (May 5, 2011): 26153.
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MATERIAL SUBMITTED FOR THE RECORD

Committee on Veterans’ Affairs
Subcommittee on Health
Washington, DC.

July 13, 2011

Ms. Deborah Amdur, LCSW

Chief Consultant, Care Management and Social Work
Veterans Health Administration

U.S. Department of Veterans Affairs

810 Vermont Avenue, NW

Washington, DC 20420

Dear Ms. Amdur:

In reference to our Subcommittee on Health Committee hearing entitled “Imple-
mentation of Caregiver Assistance: Moving Forward?” that took place on July 11,
2011. T would appreciate it if you could answer the enclosed hearing questions by
the close of business on August 13, 2011.

In an effort to reduce printing costs, the Committee on Veterans’ Affairs, in co-
operation with the Joint Committee on Printing, is implementing some formatting
changes for materials for all full Committee and Subcommittee hearings. Therefore,
it would be appreciated if you could provide your answers consecutively and single-
spaced. In addition, please restate the question in its entirety before the answer.

Due to the delay in receiving mail, please provide your response to Jian Zapata
and fax your responses to Jian at 202-225-2034. If you have any questions, please
call 202-225-9756.

Sincerely,

Michael H. Michaud
Ranking Democratic Member

Enclosure
CW:jz

——

Questions for the Record
House Committee on Veterans’ Affairs
Subcommittee on Health
Ranking Member Michael H. Michaud
Hearing on Implementation of Caregiver Assistance:
Are We Getting It Right?
July 11, 2011

Budget
Question 1: Are there any updates in the projected funding needs to implement
the caregiver program and to continue to maintain through at least FY 2015?
Response: Updated funding needs were provided in the preamble of VA’s Care-

givers Program Interim Final Rule published on May 5, 2011. The updated esti-
mates are displayed in the chart below:
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Question 2: I understand that the Administration has provided an additional
$208 million for implementation of P.L. 111-163.

Question 2(a): Is that funding included in the FY 2012 Medical Care budget re-
quest?

Response: Yes. Of the $208 million, over $158 million is for the Caregiver Pro-
gram and $49 million is for the remaining requirements in the law.

Question 3: Would you be able to provide the Committee the number of requests
that you receive for services when you have the final number?

Response: Yes. The Department of Veterans Affairs (VA) has developed a com-
prehensive tracking tool, the Caregiver Application Tracker, which enables us to
track the number and status of applications received. As of August 5, 2011, VA has
received over 1,729 applications for the Program of Comprehensive Assistance for
Family Caregivers. VA made 528 stipend payments in the month of August. At
present, 120 primary family caregivers are eligible for Civilian Health and Medical
Program for the Department of Veterans Affairs (CHAMPVA) benefits, out of which
83 are eligible for CHAMPVA benefits based on the Program of Comprehensive As-
sistance for Family Caregivers.

Requests for Caregiver services can include those of both family and general care-
givers. Under the new Program of Comprehensive Assistance for Family Caregivers,
Family caregiver service requests include applications for stipend and CHAMPVA
benefits, as well as requests for training (which is part of the required application
process), requests for respite care, and requests for mental health services. All of
these requests and related data are being recorded in our newly developed Care-
giver Application Tracker and in our existing computerized patient medical record
system.

In addition, requests for general caregiver services can include any of the more
than two dozen existing VA services that were available to all era veterans and
their caregivers prior to the enactment of P.L. 111-163. We have recently developed
new funding codes to track the use of general caregiver services and their related
costs along with family caregiver services and costs. Tracking and analyzing the
data on both family and general caregivers will provide VA with valuable informa-
tion in planning for the future needs of veterans and their caregivers.

VA will provide regular reporting to Congress on this and other caregiver-related
data and information.

Eligibility
Question 1: What other information aside from interviews, medical records, con-

sultations with medical staff, compensation and pension examinations, etc. is as-
sessed in determining eligibility for this benefit?

Response: Primarily, a determination of eligibility for the Program of Com-
prehensive Support for Family Caregivers is a clinical assessment. First, eligibility
is determined by reviewing the veteran’s demographic data to ensure the veteran
incurred or aggravated a serious injury in the line of duty on or after September
11, 2001. If this information is missing, incomplete, or in question, further review
may be conducted by VA’s Health Eligibility Center to obtain required information
from Department of Defense (DoD) records.

However, in determining an applicant’s clinical eligibility for family caregiver ben-
efits, VA takes a whole-person approach. To that extent, not only do we review
records and conduct interviews with the veteran and their caregiver, but the local
Caregiver Support Coordinator (CSC) also works with all the members of the Vet-
eran’s Patient Aligned Care Team, which may include the veteran’s caregiver, the
Federal Recovery Coordinator, the Operation Enduring Freedom/Operation Iraqi
Freedom/Operation New Dawn (OEF/OIF/OND) Case Manager, service liaisons, oc-
cupational or physical therapists, mental health clinicians, and any other medical
specialty provider that may be assigned to the team. If there is a question about
a particular item on the assessment, the veteran can be seen by a specialist, such
as an occupational therapist, to determine the level of personal assistance that the
veteran requires in a specific area. VA does require that a veteran be receiving on-
going care from a VA-designated clinical team to participate in the Family Care-
giver program.

Primary family caregivers who are entitled to care or services under a health plan
contract, including TRICARE, Medicare, Medicaid, or a commercial health insurance
plan, are not eligible for CHAMPVA as a primary family caregiver.
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Question 2: Are there any provisions in place requiring that caregivers be in-
formed of how their eligibility for the stipend is calculated in the event that they
would like to appeal the decision?

Response: Caregivers are provided with information about filing an appeal when
the CSC contacts them regarding a denial. This guide details the clinical appeals
process, as well as the requisite steps. CSCs also will help direct caregivers to their
facility’s patient advocate, who will help the veteran and caregiver through the ap-
peals process.

Based on the feedback received at the July 11, 2011 hearing, and in response to
feedback from several caregivers, we are establishing a procedure where family
caregivers will be mailed a stipend determination letter that will list their stipend
tier (determined by the clinical assessment), their stipend amount (determined by
the tier and a formula published in the Interim Final Rule), information on how the
stipend was calculated, and the appeals process. The format and content of this let-
ter will be fully developed by September 2011. VA will provide individual letters to
each primary family caregiver who has received a stipend to-date, and all new pri-
mary family caregiver stipend recipients thereafter. CSCs will then follow up with
each stipend recipient to explain the tier amount. During this follow-up, the clinical
assessment form will be reviewed with the caregiver and veteran as a quality check
and to further explain the tier calculation determination.

Question 3: How can a veteran or caregiver appeal an adverse medical or legal
decision?

Response: A veteran can appeal an adverse decision through VA’s clinical ap-
peals process. 38 U.S.C. 1720G(c)(1) specifies that, “[a] decision by the Secretary
under this section affecting the furnishing of assistance or support shall be consid-
ered a medical determination.” Consequently, all decisions regarding eligibility for,
and the provision of benefits under, the Caregiver program will be considered med-
ical determinations, appealable through the clinical appeals process, as defined by
the Veterans Health Administration (VHA) Directive 2006-057.

In the context of the Program of Comprehensive Assistance for Family Caregivers,
the veteran (or designated representative) can appeal a medical decision by request-
ing a facility-level document review. If the veteran is not satisfied with the decision,
he or she may appeal to the Veterans Integrated Service Network (VISN).

The VISN’s clinical panel will review the veteran’s record along with other docu-
mentation and make a recommendation to the VISN Director. The VISN panel can
also request an independent external review at any time during the process. A final
written report with the findings and recommendations, from the external review,
will be provided to the VISN Director within 10 days of the full documentation re-
quest. A decision will be made within 30 days for internal reviews, and for external
reviews, within 45 days.

In accordance with 38 CFR §20.101(b), which discusses the Board of Veterans’
Appeals as they relate to determinations made by VHA, clinical decisions concerning
a veteran’s need for medical care or the type of medical treatment needed in a par-
ticular patient case are not within the Board’s jurisdiction; as a result, such clinical
decisions may not be appealed to the Board of Veterans’ Appeals.

Question 4: Has there been discussion about beginning the application for care-
giver benefits while a veteran is they are still on active-duty beginning with the
start of the Medical Evaluation Board (MEB) process, rather than waiting until they
have transitioned to veteran status?

Response: Members of the Armed Forces “undergoing medical discharge” are eli-
gible for the Family Caregiver program under the law. However, in response to the
Interim Final Rule, we have received a number of public comments regarding the
application process and its initiation for current servicemembers. We are currently
reviewing these comments and will respond to them pursuant to the regulatory com-
ments process.

Question 5: Concerns have been raised that veterans who have incurred a severe
illness as a result of their service are excluded from consideration for this program.
Is this true?

Question 5(a): PVA testified that VA believes that they need clarifying legisla-
tion in order to include severe illnesses to be considered for eligibility to the pro-
gram. Can you please comment on this?

Response: The law prescribes eligibility criteria that the veteran or service-
member must meet in order to participate in the Program of Comprehensive Assist-
ance for Family Caregivers including that the veteran or servicemember has a “seri-
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ous injury (including traumatic brain injury, psychological trauma, or other mental
disorder) incurred or aggravated in the line of duty ... on or after September 11,
2001.” 38 U.S.C. 1720G(a)(2)(B).

While “psychological traumals]” or “other mental disorder[s]” may be considered
illnesses, the statutory eligibility criteria does not account for other conditions that
are considered to be illnesses, but only those conditions that are considered to be
serious injuries. Legislation would be required to authorize VA to include illnesses
in the Program of Comprehensive Assistance for Family Caregivers eligibility cri-
teria. Therefore veterans and servicemembers with a serious or severe illness, who
do not have a qualifying serious injury, do not meet the statutory eligibility criteria
for the Family Caregiver program.

Mental Health

Question 1: I appreciate that the Interim Final Rule includes criteria for vet-
erans with traumatic brain injury.

Question 1(a): In the case of a veteran who has PTSD, depression or anxiety,
has VA explored ways to assist family members who must provide care for these
veterans?

Response: Psychological trauma or other mental disorders are specifically consid-
ered to be serious injuries under 38 U.S.C. 1720G(a)(2)(B), and veterans with these
conditions may be eligible for the Program of Comprehensive Assistance for Family
Caregivers if all other eligibility criteria are met, including that the veteran’s seri-
ous injury renders him or her in need of personal care services (as defined) for at
least 6 continuous months based on any one of the following clinical criteria: (1) in-
ability to perform an activity of daily living (as defined); (2) need for supervision
or protection based on symptoms or residuals of neurological or other impairment
or injury (as defined), including traumatic brain injury; (3) psychological trauma or
mental disorder that has been scored, by a licensed mental health professional, with
a Global Assessment of Functioning (GAF) test scores of 30 or less, continuously for
the requisite time period; or (4) service-connection for qualifying serious injury, has
been rated 100 percent disabled for that serious injury, and has been awarded Spe-
cial Monthly Compensation that includes an Aide and Attendance allowance.

Family members of persons with PTSD, depression, or anxiety, as well as family
members of veterans with psychosis or bipolar disorder, often need assistance un-
derstanding how to support the veteran’s independence and strategies to support his
or her reaching their specified goals. Family members and loved ones also need sup-
port and guidance for their own health. Their needs often are distinct from those
of caregivers for veterans with chronic, debilitating physical disorders such as Alz-
heimer’s, dementia, severe cardiovascular illness, or end stage lung disease, which
also typically worsen over time despite effective health care. For caregivers of this
second group of veterans, obtaining assistance helping the veteran meet basic activi-
ties of daily living and instrumental activities of daily living often becomes the para-
mount issue.

While both groups of family members may clearly benefit from VA assistance,
their individual requests usually differ. Families of persons with PTSD, depression,
or anxiety, as well as family members of those with psychosis or bipolar disorder,
often desire assistance in communicating better with their veteran loved one, learn-
ing how to de-escalate conflicts, and developing strategies for supporting the vet-
eran’s independence rather than strategies for directly handling the veteran’s needs
themselves.

Family caregivers of those with chronic physical health conditions may, in con-
trast, want to know about respite care, protecting the veteran’s physical safety, or
assuring the veteran does not wander off and become lost. Consistent with this ob-
servation, surveyed spouses of veterans with PTSD requested such services as an
educational program about PTSD and couples therapy to “better support their loved
ones.”! In contrast, Caregivers of veterans who had had cerebral strokes reported
the most unmet needs around managing behavior at home (e.g., falling), managing
emotional ups and downs, and assuring the physical safety of the veteran.2

In this context of evidence-based, recovery-oriented mental health care, a basic
tenet is that many individuals with mental illness are capable of living independ-
ently, setting and striving to meet their own personal goals, and handling personal

1Sherman, M. D, et al. (2005). Mental health needs of cohabltlng partners of Vietnam vet-
erans with combat-related PTSD. Psychiatric Services 56(9): 1150-2.

2Hinojosa, M. S. and M. R. Rittman (2007). Stroke careglver information needs: comparison
of (M)ainland and Puerto Rican caregivers. Journal of Rehabilitation Research and Development
44(5): 649-58.
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challenges. In most cases, they do not need a “caregiver,” as that role is defined in
the context of dementia, severe traumatic brain injury, and other chronic, debili-
tating physical problems. Certainly, research suggests that positive family support
can be a critical aspect of recovery from mental illnesses such as PTSD, depression,
and anxiety. For example, positive family attitudes are associated with successful
outcomes in PTSD treatment,3 as well as reduced rates of relapse in depression and
schizophrenia.* Data such as these serve as the foundation for the development of
VA’s continuum of family services, which support family members who are assisting
with the veteran’s mental health recovery. VA has made a commitment to imple-
menting evidence-based practices, Veteran- and family-driven care, and a recovery-
oriented mental health system, where those with mental illnesses have the essential
services and supports necessary to live, work, learn, and participate fully in the
community.

VA also recognizes that a subset of those with mental illness do have more seri-
ous, debilitating, and treatment-resistant symptoms, that are reflected in low scores
on the GAF scale. Veterans who do demonstrate sustained low GAF scores (30 or
less), pose significant safety risks, or are in need of ongoing supervision, and meet
the other program eligibility criteria are eligible for the full range of caregiver bene-
fits. However, VA also is committed to meeting the array of family members’ needs
that emerge as they provide care and support for any veteran with mental illness,
and VA has embarked on a number of family services initiatives that complement
the specific provisions of the Program of Comprehensive Assistance for Family Care-
givers. These include discussing family involvement with the patient on a regular
basis, offering marriage and family counseling (as provided for under 38 U.S.C.
§1782), family education, veteran-centered family consultation, family
psychoeducation (an evidence-based model of family counseling and therapy), and
integrative behavioral couples therapy.

Home Visits

Question 1: In our March hearing, it was recommended that the quarterly home
visitations be reduced over time to be less intrusive for families. Has this been ex-
plored further since?

Response: Current guidance to the field is to complete the supportive in-home
assessment at least quarterly, or as clinically indicated. In other words, if the vet-
eran has a Home-Based Primary Care Team already providing regular home serv-
ices, and if the team can also complete the in-home assessment as part of a sched-
uled service, a separate visit may not be necessary. In addition, if during an initial
home visit, no follow-up needs or concerns were identified, the veteran’s clinical
team could decide to lengthen the time between home visits. The time span between
home visits will remain a clinical decision.

Although we appreciated the individual concerns reported at the hearing and we
are reviewing the issues reported, the vast majority of the reports we have received
concerning the home visits, have been consistently positive. In most cases, these re-
ports have been unsolicited and support the theory of a helpful and informational
home visit. One recent example of these reports includes a caregiver stating, “This
was the most extensive evaluation my son has had since he was first injured almost
7 years ago.” We would not want to decrease the frequency of the visits for those
who are receiving the support and benefit intended by that process.

Many of the supportive home visits have also enabled VA to identify additional
resources and services that can benefit the caregiver and veteran. In several cases,
additional care needs for the veteran have been identified and appointments have
been scheduled in specialty clinics. Home visits have also resulted in additional
equipment being provided in collaboration with the CSC and Patient Aligned Care
Team. In one case, the veteran’s young children had few age-appropriate toys to
play with because of competing financial decisions the family was forced to make.
The nurse who completed the home visit and the CSC were able to identify commu-
nity resources that provided additional toys to the veteran’s children, and this fam-
ily was most appreciative. We believe these examples are in keeping with the caring
intent and supportive purpose of the home visit requirement.

Monthly Stipend

Question 1: DAV recommends that VA determine the frequency and hours re-
quired to perform personal care services.

3Tarrier, N., C., et al. (1999). Relatives’ expressed emotion (EE) and PTSD treatment out-
come. Psychol Med 29(4): 801-11.

4Wearden, A. J., et al. (2000). A review of expressed emotion research in health care. Clinical
Psychology Review 20(5): 633—66.
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Question 1(a): Can you expand on why this assessment is not used to determine
the amount and degree of personal care services each veteran needs?

Response: VA determines the frequency and hours required to perform personal
care services through a standardized review of the type and intensity of caregiver
assistance required to provide a safe and supportive home environment for the vet-
eran. The level of care required is bracketed into tiered categories that can be equat-
ed to minimum, medium, or maximum hours (maximum hours would be considered
up to 40 hours per week). The amount of the stipend provided to the primary family
caregiver will represent the maximum amount available for the tier to which the
veteran is assigned. The standardized review is facilitated through an assessment
template that includes the major components of three evaluation instruments that
are widely accepted in the health care field and that have been refined and consist-
ently validated in research. The assessment template reviews both activities and in-
strumental activities of daily living; functional capacity specific to mental and cog-
nitive impairment that may be present in traumatic brain injury, post-traumatic
stress disorder, or other mental disorders; the veteran’s ability to live and function
independently; and any need for supervision or protection that may be required to
support the veteran’s living at home.

The three evaluation instruments that were used to develop VA’s Caregiver clin-
ical eligibility assessment template are the Katz Basic Activities of Daily Living
Scale, the UK Functional Independence Measure (FIM) and Functional Assessment
Measure (FAM), and the Neuropsychiatric Inventory (NPI).

Katz Index of Independence in Activities of Daily Living

The Katz Index of Independence in Activities of Daily Living, commonly referred
to as the Katz ADL, is the most appropriate instrument to assess functional status
as a measurement of the client’s ability to perform activities of daily living inde-
pendently. Clinicians typically use the tool to detect problems in performing activi-
ties of daily living and to plan care accordingly. The index ranks adequacy of per-
formance in the six functions of bathing, dressing, toileting, transferring, continence,
and feeding. In the 35 years since the instrument has been developed, it has been
modified and simplified and different approaches to scoring have been used. In that
time, the Katz ADL has gained increased acceptance as an accurate measure of
physical functioning. National databases, state long-term care programs, insurers
who offer private long-term care insurance policies, Federal legislation, and a body
of research literature routinely use limitations in the ADLs identified by Katz as
appropriate proxies for an individual’s level of physical impairment.

UK Functional Independence Measure (FIM)

The FIM is the product of an effort to resolve the long standing problem of lack
of uniform measurement and data on disability and rehabilitation outcomes. It was
designed to assess areas of dysfunction in activities which commonly occur in indi-
viduals with any progressive, reversible or fixed neurologic, musculoskeletal and
other disorders. The Functional Assessment Measure (FAM) was developed by clini-
cians representing each of the disciplines in an inpatient rehabilitation program.
The FAM was developed as an adjunct to the FIM to specifically address the major
functional areas that are relatively less emphasized in the FIM, including cognitive,
behavioral, communication, and community functioning measures. In clinical re-
search studies, the FIM+FAM scales have demonstrated high internal reliability
and prove adequate for most clinical and research purposes in comparable samples
of patients with head injury.

Neuropsychiatric Inventory

The Neuropsychiatric Inventory (NPI) is a tool for assessment of psychopathology
in patients with dementia and other neuropsychiatric disorders. The NPI is based
on a structured interview with a caregiver who is familiar with the patient. The fol-
lowing neuropsychiatric domains are evaluated: delusions, hallucinations, dysphoria,
anxiety, agitation/aggression, euphoria, disinhibition, irritability, apathy, aberrant
motor activity, and night-time behavior disturbances.

Content validity, concurrent validity, inter-rater reliability, and test-retest reli-
ability of the NPI are established in research. The NPI is a useful instrument for
characterizing the psychopathology of dementia syndromes, investigating the
neurobiology of brain disorders with neuropsychiatric manifestations, distinguishing
among different dementia syndromes, and assessing the efficacy of treatment.

Training

Question 1: In regard to training, I understand there is a basic self-guided work-
book.
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Question 1(a): Will there be efforts to provide workbooks for more specialized in-
struction?

Question 1(b): Will there be efforts to help tailor training to individual veterans’
needs?

Response: The workbook is one modality of the comprehensive curriculum that
was designed in partnership with Easter Seals to provide family caregivers with the
basic information necessary to be successful in their responsibilities. Additional cur-
riculum modalities include the supportive CD that accompanies the home study
workbook, traditional classrooms which are scheduled nationwide and are available
for scheduling per caregiver request, and a soon-to-be-launched online version of the
comprehensive training. The core caregiver training is designed to supplement indi-
vidual and general training information and services VA has continued to offer.

Training on the individual veteran’s needs is a separate process that remains the
responsibility of the Patient Aligned Care Team or other assigned provider at the
local VA medical center (VAMC). This specific training on individual medical or
mental health conditions and needs is presented to the veteran and caregiver at on-
going appointments, in the home, or may have taken place prior to discharge from
a VAMC facility or Polytrauma Center. For example, prior to discharge from an in-
patient unit, a family caregiver may be taught to change a dressing or assist with
intravenous (IV) antibiotics that the veteran will need when they return home. On
rehabilitation units, such as spinal cord injuries and disabilities centers, there are
apartments available where veterans and caregivers may stay prior to discharge to
“test” their new skills before the veteran is discharged.

Additionally, VA has an extensive array of condition-specific training and re-
sources, including classroom and small group training, pamphlets, guidebooks and
coordination with local resources, for specific medical or mental health conditions in
general. All of this information and these resources are available to any veteran or
caregiver as requested or appropriate.

Question 2: We heard from one caregiver with 6 plus years of care giving, that
she was insulted by the workbook.

Question 2(a): Is there a plan to expedite training for those caregivers who al-
ready have significant experience?

Response: VA understands the frustration experienced by this caregiver and has
been mindful of these sensitivities in developing the Easter Seals Caregiver training
curriculum. VA believes the training material accurately acknowledges and respects
the time and sacrifice of both new and experienced caregivers. Beyond a very small
number of similar reports on the workbook, VA has received an unprecedented num-
ber of unsolicited reports from caregivers that have been most appreciative and com-
plimentary of the training material.

A recent example of such reports is from a father of a post-9/11 veteran who
wrote: “Eight years after embarking on the toughest role of my life, and the most
rewarding, I am grateful to see such a user friendly, thorough, simple, encouraging,
uplifting, Caregiver training tool. In the span of an hour, I reviewed lessons I was
forced to learn on my own (but was grateful for the validation), I was reminded of
skills/tips I learned along the way (and sometimes forget to practice) but, most im-
portantly, was provided with an easy-to-navigate workbook that can sit on my kitch-
en desk as a reminder to our entire family that all of the information necessary to
care for [our veteran] (and ourselves) is easily accessible.”

While VA recognizes that many caregivers may have already received skills and
knowledge through training or experience, it is important to establish a standard
baseline of understanding for all family caregivers. We believe this is facilitated
through the various training modalities so caregivers can decide independently if
they would like to spend 10 to 15 hours in a traditional classroom, or navigate train-
ing online or through a self-paced workbook. Since the training includes a brief self-
assessment with answers that validates the completion of required training, we be-
lieve caregivers can use their own discretion in how much time they spend on the
training(;i, and in doing so, they confirm they have received the basic or core training
required.

VA and Easter Seals continue to evaluate the caregiver training and will make
modifications, as appropriate.

Question 3: How many hours long is the training?

Response: Current family caregiver classroom training lasts approximately 10 to
15 hours spread over 2 days. The time it takes to complete the workbook will vary
significantly from caregiver to caregiver, depending on their existing knowledge and
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experience. Again, Family caregivers determine which mode of training they prefer,
and many family caregivers have stated they prefer completing the home workbook
at their own pace while others have opted for the workbook and plan to attend the
classroom training at a later date. An online version of the curriculum will be avail-
able shortly.

Family caregivers who have completed the classroom training have reported expo-
nential benefit beyond the training material in being able to meet and network with
other caregivers or to learn more about existing VA services and benefits of which
they were not previously aware. It should also be noted that the training content
and course length was designed with input from caregivers beforehand, and we have
actively sought input and feedback from all caregivers completing the training so
we can continue to refine the process to best meet the needs of caregivers while also
completing the baseline training objective for all caregivers.

CHAMPVA

Question 1: What guidance is given to personnel making determinations regard-
ing CHAMPVA?

Response: The CSC at the VAMC receives guidance through training, fact
sheets, and procedures to advise the primary family caregiver that eligibility for
CHAMPVA health care benefits is limited to those primary family caregivers who
are not entitled to care or services under a health plan contract such as TRICARE,
Medicare, Medicaid, or other health insurance. The CSC asks the caregiver if he/
she has other such coverage, and this information is entered into a database for use
by the CHAMPVA program staff. The staff at CHAMPVA, utilizing detailed desk
procedures for guidance, verifies that the primary family caregiver is not entitled
to care or services under a health plan contract and also reviews the veterans’
record to determine if the caregiver may qualify for CHAMPVA based on other eligi-
bility category (other than the individual serving as a designated primary family
caregiver).

Question 2: Of this first pool of recipients, approximately how many will be re-
ceiving CHAMPVA benefits?

Response: The first pool of stipend recipients contained 215 primary family care-
givers, out of which 80 primary family caregivers were enrolled in CHAMPVA. 65
primary Family caregivers, out of the 80, were eligible for CHAMPVA benefits based
on the Program of Comprehensive Assistance for Family Caregivers. At present, 120
primary family caregivers are eligible for CHAMPVA benefits, out of which 83 are
eligible for CHAMPVA benefits based on the Program of Comprehensive Assistance
for Family Caregivers.

Implementation
Question 1: What training materials are available for secondary caregivers?

Response: Currently all the training material available to primary family care-
givers is also available to secondary family caregivers. This includes the home-based
workbook for the core family caregiver curriculum, the traditional classroom instruc-
tion, and the online course. To date, the workbook has been the most requested
mode of training, and additional copies of the workbook can be made available upon
request. We continue to encourage family caregivers (which can include the primary
or secondary caregiver) to attend the classroom instruction when possible because
VA has observed additional benefits to caregivers in peer networking and raised
awareness of VA services and benefits.

Question 2: I commend your partnership with Easter Seals to provide the com-
prehensive Caregiver Training. How long is this partnership expected to last or will
the VA eventually be able to provide this training in house?

Response: VA’s comprehensive family caregiver training was developed through
a contract with Easter Seals, which ends around May 2012. The current partnership
has been very beneficial for caregivers, since both VA and Easter Seals have com-
bined efforts and resources to make classrooms, trainers, and networked resources
available to caregivers nationwide. VA will review the quality and progress of the
Easter Seals training as we move forward and will use that information in deter-
mining whether or not to renew the contract or to consider other options in the fu-
ture.

Question 2(a): Are there other organizations also assisting in this training?

Response: Yes, several other organizations worked in collaboration with VA and
Easter Seals in developing the core caregiver training which included research, de-
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sign, development, revision, and now includes ongoing review and quality assurance.
These additional organizations include: Atlas Research, the National Alliance for
Caregiving, the Family Caregiver Alliance, the National Alliance for Hispanic
Health, and the National Family Caregivers Association.

Question 3: Would you comment on the variability at the local level that we have
heard about in rolling out the program?

Question 3(a): How are you monitoring implementation at the VA medical cen-
ters?

Response: VA researched the issue of variability that was reported in the recent
hearing and has continued to review the issue on a broader scale.

As part of our broader review on quality, validity, and inter-rater reliability, VA
randomly sampled various caregiver clinical assessments completed at 21 different
VAMCs representing each national region, and found that there was a variance of
less than 16 percent between similar decisions made by facilities. Of that 16 percent
variance, more than half of those would have been rated at a lower stipend tier by
the quality reviewer, so the variance that existed was in the veteran’s favor. There
were three cases identified that the quality reviewer would have rated higher, and
each of those cases has been reviewed and adjusted, as necessary, by the Patient
Aligned Care Team.

VA will continue to monitor the consistency of implementation of the program
across VAMCs. We will also continue to train all staff involved in the assessment
and application process to maintain accurate and consistently high quality assess-
ment.

Miscellaneous

Question 1: The National Military Families Association recommends that VA
offer these caregivers the opportunity to participate in VA’s vocational rehabilitation
programs and to help retool the caregiver’s resume.

Question 1(a): Has this idea been explored?

Response: Currently, VA’s Vocational Rehabilitation and Employment (VR&E)
program may only provide educational and vocational counseling to a family care-
giver if the caregiver is eligible for education benefits under Title 38 of the United
States Code, Chapter 35, Survivors’ and Dependents’ Educational Assistance, or is
eligible as a veteran for Chapter 31 or education benefits. The President’s Commis-
sion on Care of America’s Returning Wounded Warriors recommended strengthening
family support systems and improving the quality of life for families. The avail-
ability of educational and vocational counseling, coupled with the supportive coun-
seling provided by VHA, can help caregivers cope with the changes caused by an
injury to a family member. These resources facilitate career and life planning by
helping caregivers understand available options and explore potential resources for
their families.

While VA supports the idea of helping caregivers prepare for and obtain suitable
employment, their participation in a VA program of vocational rehabilitation cannot
be implemented without the enactment of new legislation.

Question (2): Because 17 percent of applicants for these benefits are parents of
veterans, what is VA’s long term plan in regards to ensuring that veterans are cared
for as they age and no longer can be cared for by their families?

Response: VA works with the Department of Health and Human Services’ Ad-
ministration on Aging on many initiatives, including Veteran Directed Community
Based Care, which allows aging and disabled veterans to remain at home with as-
sistance. In addition, VA has pilot programs such as the Assisted Living Pilot, which
allows eligible veterans to be placed in Assisted Living settings that can provide a
level of care that is needed well before a veteran requires placement in a skilled
nursing facility.

VA will provide ongoing assistance and evaluation of caregivers as they age to en-
sure appropriate assistance for the veteran as part of the ongoing supportive home
visit process.

Question 3: Can you provide us with an update on the eight caregiver assistance
pilot programs?

Response: VA concluded the eight Caregiver Assistance Pilot Programs on Au-
gust 31, 2009. The outcomes of the pilot programs have guided our development of
evidenced-based support programs and services for family caregivers.

’Iihi:1 outcome or current status of the eight Caregiver assistance pilot programs
includes:
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. REACH VA—Resources for Enhancing Alzheimer’s Caregiver Health: The
REACH VA pilot was able to demonstrate a significant decrease in caregiver
burden, depressive symptoms, and impact of depressive symptoms on daily life.
Improved outcomes for veterans included a decrease in reported troubling de-
mentia related behaviors, and in the potential for abuse as measured by care-
giver frustration. There was also a 2-hour decrease in the amount of time the
caregiver spent on duty, which represented a trend toward significance. The
pilot demonstrated improvement of veteran and caregiver quality of life.

VA is funding the ongoing implementation of REACH VA. Sixteen (16) sites
are currently trained in and are using REACH VA as an intervention. VA is
planning to expand REACH VA to all VAMCs within the next 5 years. REACH
VA is also currently being adapted for use with caregivers of veterans with spi-
nal cord injuries and disabilities, and will be piloted with this population later
in 2011. A plan to adapt the program for use with caregivers of veterans with
traumatic brain injury is also under review.

. Transition Assistance Program (TAP): Findings indicate that as caregiver satis-
faction with TAP increased, self-efficacy increased and caregiver burden and
depression decreased. When coupled with the very high rate of program satis-
faction, this pattern suggests TAP participation increased caregivers’ ability to
cope with the demands of their roles. Veteran motor function was significantly
linked to caregiver satisfaction suggesting that as satisfaction with TAP in-
creased, so did veteran functional ability. These associations occurred across
TAP participants and non-participants alike. The pilot did not demonstrate sig-
nificant differences in resource utilization linked to participation in TAP.

. VA California Office on Caregiving:

a. VA Cares Caregiver Centers of Expertise

b. California Caregiver Resource Center

c. Powerful Tools’ Caregiver Training Program
d. Building Better Caregivers

The pilot identified several new, potentially effective and efficient approaches
to providing support to caregivers. General results of the pilot revealed good
satisfaction with the Powerful Tools Training (PTC) Course, the Building Bet-
ter Caregivers (BBC) Workshop, and the Tele-Educational Conferences. Re-
sults continue to be collected for the PT'C and BBC Internet workshop. Use of
the BBC Workshop demonstrated significant improvement in stress, strain, de-
pression, sense of self-efficacy, and reduction of caregiver burden. Although
there was no demonstrated impact on health care utilization, it is felt that ad-
ditional data is required to demonstrate a linkage and a longer period of fol-
low-up beyond the 3-month assessments (originally planned for 6 months) per-
formed in these studies would be needed to properly assess the effects on
health services utilization by the caregiver and the veteran.

Both the Building Better Caregivers Workshop and Powerful Tools Training
Course are under consideration for national implementation.

. Tampa and Miami VA Medical Centers Respite and Caregiver Support Pro-
gram Service: Veterans and caregivers using the pilot respite programs at both
Tampa and Miami VAMCs reported high levels of satisfaction with services.
Caregiver burden was significantly lower after participation in the pilot respite
programs than at baseline. The caregivers at both Miami and Tampa reported
significant improvements in mental health and decreased caregiver burden.
Decreased use of inpatient services and shorter lengths of stays were both posi-
{;)ive 1outcomes at both Tampa and Miami after the respite program than at
aseline.

. Communicating Effectively with Health Care Professionals: The pilot did not
demonstrate any significant impact on the caregiver as a result of the work-
shop or written materials provided. In addition, the pilot did not demonstrate
an impact on veteran health outcomes, provide measurable improvement in
health care communication between the caregiver or veteran and VA, or dem-
onstrate a cost savings to VA as a result of the intervention.

. Telehealth Technology to Support Family Caregivers: The participants (other
than the wait list control group) all rated “satisfied” or “very satisfied” with
the Health Buddy. However, the pilot failed to demonstrate any impact on
health care utilization and caregiver depression and burden measures. This
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could be due to the low number of participants or the inability of some partici-
pants to complete post-baseline data.

7. Use of Caregiver Advocates: The pilot showed a positive impact on the health
care of the caregiver, the caregiver’s ability to accept assistance, and a decrease
in overall stress or burden experienced by the caregiver. This pilot provided
one impetus for the creation of the CSC positions at VAMCs.

8. Heroes of the Heart: The pilot’s post-intervention scores seem to suggest that
caregiver burden was lowered 2 weeks following the respite intervention, but
the overall findings are not significant enough to generalize for all respite
interventions. The pilot also found that geographic barriers present many chal-
lenges to providing respite care and alternative respite options available in
rural areas are limited. VA is currently exploring alternate options for respite
care in rural areas.

Question 4: To what extent has the U.S. Department of Defense been consulted
to ensure seamless transitional caregiver benefits?

Response: VA has worked actively with DoD in developing VA’s Program of Com-
prehensive Assistance for Family Caregivers. VA maintains a mutually beneficial
working relationship with DoD and is assisting DoD in its development of a similar
program. Currently, VA is assisting DoD in discussions with Easter Seals to estab-
lish a caregiver training program for active duty servicemembers and their care-
givers.

Additionally, VA maintains multiple programs that communicate and liaise with
DoD in the seamless transition process for veterans and their caregivers. Federal
Recovery Coordinators work actively with servicemembers and their families as they
transition from active duty, while VA Liaisons work from Military Treatment Facili-
ties to coordinate transition to VAMCs where they are then assisted by OEF/OIF/
OND Program Managers and Social Work Case Managers, as appropriate.

Question 5: What sort of outreach has been conducted over the past few months
to spread the word about this program?

Response: VA is committed to ensuring that stakeholders are informed of the
benefits and services available to support family caregivers and the veterans they
care for at home. Veterans Service Organizations and caregiver-focused non-govern-
mental organizations have been partners in outreach efforts on the expanded VA
services including family caregiver benefits, respite, and other new or existing bene-
fits and services. Many of these organizations have actively hosted information re-
lated to the Caregiver program authority in P.L.. 111-163 in their publications and
on their Web sites. In collaboration with VA, these organizations have also included
direct online links to the new Comprehensive Assistance for Family Caregiver pro-
gram application. Multiple national press releases and media interviews have re-
sulted in the posting of information about VA caregiver benefits and services and
the application process in multiple venues. VA’s caregiver information is also posted
on the main VA Web site.

The Caregiver Support Program established a toll-free National Caregiver Sup-
port Line (1-855-260-3274), which opened February 1, 2011, at the Canandaigua
VAMC campus. This Support Line is available to respond to inquiries about the new
caregiver services associated with P.L.. 111-163 and to serve as a resource and refer-
ral center for Family Caregivers. The Caregiver Support Line provides referrals to
local VAMC CSCs, VA, and community-based resources. The Support line also pro-
vides emotional support to family and general caregivers. The Support Line is
staffed by licensed social workers and has received more than 12,000 calls since it
was established.

In addition to the Caregiver Support Line, the Caregiver Support Program
launched a new Web site on May 31, 2011, www.caregiver.va.gov, which provides
a wealth of information and resources for veterans, families and the general public.
The Web site receives more than 1,000 visits daily with each visitor reviewing more
than six separate pages on the Web site per visit.

The Caregiver Support Program has provided multiple national education and
training events to VA staff throughout the country and to a wide range of Federal,
State, and local organizations. Within each medical center, CSCs have contacted
veterans known to their medical center who may be eligible for the Program of Com-
prehensive Assistance for Family Caregivers. In addition, CSCs have contacted vet-
erans who receive VA’s Aide and Attendance benefit who may be eligible for the
Program of Comprehensive Assistance for Family Caregivers to provide information
on applying for the Comprehensive Program and its benefits, and also to provide
support and assistance with other benefits and services.
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Question 6: Can you provide more information regarding the Peer-Support Men-
toring Program?

Question 6(a): Is this the same program as the Caregiver Support Advisory
Board that is being implemented at the Syracuse, NY, Department of Veterans Af-
fairs (VA) Medical Center, as indicated by Ms. Cheryl Cox?

Question 6(b): Will this program be required at all VA Medical Centers?
Question 6(c): What would this Board do?

Response: VA strongly endorses peer-support mentoring and is facilitating the
creation of such programs at its facilities. According to the National Alliance for
Caregiving’s 2010 survey of caregivers, more than 45 percent of caregivers reported
seeking most of their information and support from other caregivers, peers, and on-
line resources. VA is in the process of developing a Peer Support Mentoring Pro-
gram to harness the power of these relationships and provide a forum and a net-
work of peers who can support and learn from one another. More experienced care-
givers will be matched with newer, less experienced caregivers. Peer mentors will
be provided with training and ongoing support as they work with caregivers of vet-
erans. Peer mentors can also be bridge builders for caregivers by empowering them
to form new supportive relationships and linking them to resources available within
VA and the community. We have researched many peer programs both within VA
and in the community, allowing us to identify best practices. We will work with
caregivers to develop this program and integrate these best practices in the final
design of the Peer Mentoring Program. The Caregiver Support Program plans to
train the first group of peer mentors by the end of 2011.

A separate initiative is the creation of local Caregiver Advisory Boards, which VA
anticipates will support education of and collaboration with veterans, caregivers and
VA staff; support the National Caregiver Support Program’s mission and goals; and
recognize National Family Caregiver Month by providing assistance with an annual
event each year. The successful implementation and ongoing support of caregiver
services mandated in P.L. 111-163 will be supported by these Boards. In addition,
the Boards will support VA in its recognition of the significant contributions care-
givers make in caring for veterans, which allows them to safely remain in their
homes. VA is working to establish a Caregiver Advisory Board at each VAMC
through the CSCs, to ensure compliance with the Federal Advisory Committee Act
and any other applicable policies and laws.

Moving Forward

Question 1: Obviously VA did not meet the timelines set forth in P.L. 111-163
concerning the submission of the implementation plan or the actual implementation
of the law.

Question 1(a): Moving forward, would you tell the Committee what your next
steps are?

Response: VA’s next steps are to continue refining the current processes recently
developed under the new law and the Interim Final Rule. Part of the refinement
process involves reviewing the public comments submitted in response to VA’s In-
terim Final Rule published in the Federal Register on May 5, 2011. VA will deter-
mine an appropriate response and related actions to these comments while also
moving forward with planned expansions to VA’s existing caregiver services and
identified best practices. VA will host focus groups with caregivers, professionals,
and stakeholders to review current services and resources and to plan for future
services and resources. VA is currently reviewing the workload and performance of
the CSC at each VAMC to determine if a second full-time CSC is required.
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