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PROCEEDTINGS

MS. MOESSNER: Good morning, everyone. I think
we are going to go ahead and get started this morning.

We have revised the agenda because we completed work
yesterday that was scheduled for this morning.

So I don't know if you want to start with just
letting us know about how the agenda will look this
morning.

MS. CAMPBELL-COTLER: Definitely. Thank you.

Well, thank you, everyone, for returning today.

We really want to thank you for how hard everyone worked
yesterday. We accomplished a tremendous amount, and I
think you all should feel really pleased. I hope you do.

Today's work I think will be perhaps not as
intense, but certainly wrapping up things that we have
identified as gaps that we need to fill before we leave
here today.

So the agenda has been completely revised. The
first thing that I wanted to mention is that we are not
going to have the presentation at 2:30 from the Wounded
Warrior program. That turned out not to be possible for

them.
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They are going to be sending me the brief, and
I will send that out to everyone on the committee later
this week, as soon as I am back in the office, and then I
will talk with Colonel Gibson about how he wants to
proceed. If the brief seems to be sufficient information
or if we feel we need to arrange for some kind of in-face
briefing, perhaps we will do it as a webinar.

There was another document about some of the
changes that are going on in the Defense Department in
terms of follow-up that he also wanted to briefing you
on, and that may also be by webinar.

So stay tuned, and I will be sending you the
Wounded Warrior material before the end of the week.

We are going to just revise the agenda a little
bit. First, we will talk with Lieutenant Colonel Randy
Mauffray. Then we will discuss the Town Hall meeting and
look at what we might want to include in the modules as a
result of what we heard last night.

I would like to revisit the core topics, the
TBI 101 and some of the things we felt needed that were
like basics that DVBIC was going to take care of, but we

really kind of brushed over those, and I want to be sure
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we captured all those ideas.

We want to talk about the interaction of the
panel members, both amongst themselves with our health
education writers, perhaps even identifying for our
health education writers the areas of expertise that you
would be willing to interact with them upon, to help them
as they begin to write this curriculum.

We have given them a lot of content ideas, but
the writing requires a little more input. So they will
have other resources, but we want to use you on the panel
as resources as well.

I am not planning for us to break into small
groups. I think we can handle this all as a group of the
whole. If we work really hard, we might be able to just
have lunch and leave. So we will see how things go.

MR. WELSH: Meg, I don't remember. Did we ever
go over the groups, the breakout groups, what they came
up with yesterday?

MS. CAMPBELL-COTLER: Yes, we did, very quickly
at the end of the day.

MR. WELSH: Okay. All right.

MS. CAMPBELL-COTLER: It was a long, hard day
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yesterday.

First, I would like to introduce Lieutenant
Colonel Randy Mauffray. He is our designated Federal
officer for today's meeting.

There was a lot of discussion yesterday.
Everyone was so impressed with the work that you are
doing. Then there was some concern about what about the
work that we are doing and how does it mesh, are we
duplicating efforts, how can we synergize what we are
working on, bringing the core value of family caregiver
needs and burdens into the work you are doing and vice
versa. We would like to be able to refer people to the
wonderful visuals that you are going to be developing
that will help people understand TBI.

So, if you would.

Recap by Designated Federal Official

COL MAUFFRAY: Yes. I just wanted to recap
some of what we talked about yesterday, to make sure we
are clear that we are in no way trying to present the
project that we were working on, which predates the panel
and the directive that you guys were given, as a solution

to what you have been tasked to accomplish.
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We are simply presenting work that is underway
that is at a point where we can mold and adjust it and
work in a cooperative fashion, so that we actually end up
with what could be a very good tool.

Our project does not include the entire scope
of what you are working on, and I would vision what we
are doing, if you guys chose to go that route, as a
component, a small piece of what you are ultimately going
to be responsible for.

I wouldn't envision that a multimedia project
like ours is the total solution to what you are after. I
think you are going to be looking for more than just
that. You are going to need some additional curricula
developed, for example, if part of what you are
interested in providing are the skills and certification.

That is not something you are going to include
in a multimedia tool, some of the things you do at home,
but you are going to still need the curricula for that,
the certification requirements for that, even though it
may be conducted within the treatment facility, and that
is something that is just beyond the scope of what we are

doing.
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What I had talked about yesterday as well is at
this point, there is the opportunity -- and I mentioned
this during my presentation yesterday -- that if what we
wanted to do is move forward in a proper fashion like
that, there is the opportunity if we laid out a blueprint
now of what the ultimate project looks like, to be able
to take what we have already developed and what is
already going to be released and lay it down in such a
fashion that it can be built upon and grow in a modular
fashion, it does two things.

One, it prevents the duplication of work that
has already been done and accomplished, and then it also
provides a very rapid response. That is one of the
really big things about a project like this is that the
development time, you think, oh, yeah, we can do it this
qguickly, but when you actually try to move forward,
development time really, really becomes quite long.

So it is very nice to be able to move forward
and say here is part of this deliverable, here is part of
this project right here that is already out and available
to help people now, and then this is the plan to add on

and grow it in the future.
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That is one of the big issues that clearly
folks that are dealing with TBI face now is the plan for
a curricula and the deliverable product two years from
now is not helping them today, and so that is a way that
you can actually sort of leap ahead and jump-start what
you are working on very quickly.

So I wanted to make sure that that was clear,
that we are not proposing that this in some way replaces
your mandate. It doesn't. The scope of what we already
have and the funding that we are utilizing for it is just
not adequate to do what you guys are trying to completely
accomplish. So I want to be clear on that.

Are there any questions that I can answer
regarding that?

[No response.]

COL MAUFFRAY: Okay.

MS. CAMPBELL-COTLER: Okay. Well, thank you
very much. That's great.

And we will have that on the record too, so we
can review that and think about how we proceed.

Timeline Discussion

MS. CAMPBELL-COTLER: I would like to
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revisit the timeline that we discussed yesterday. I am
getting some feedback from our health education writers
that the provision of the first draft of the curriculum,
the date we set for that is going to be very difficult.
So I would like to take a look at it.

We did determine a very aggressive timeline,
and I would like to stay within it as much as possible,
but can we look at some area of flexibility on that?

Do people need a copy of the timeline?

[Pause.]

We have a first draft of the curriculum that is
due to be submitted on the 17th of July, and we are being
asked if that first draft deadline can be adjusted.

MS. MOESSNER: Do you have a sense about how
much more time would be useful to get the first draft
together?

MS. ROHRET: I would say I am going to be done
in two weeks, in July. So I would say at the earliest,
then August 1lst would definitely help me considerably.

MS. CAMPBELL-COTLER: Actually, to be totally
honest, I am a bit confused because, when this was

presented to me, it was presented as 8 to 10 hours a week
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working in through December. So I thought we had 8 to 10
hours a week to December.

So, to come here and see it on July 17th, I
just think I need to rethink my involvement in the
project because it deserves to be a very good product. I
am just being honest.

MS. MOESSNER: Sure. I appreciate it.

MS. CAMPBELL-COTLER: I was very surprised to
see that, based on what I discussed.

MS. MOESSNER: Okay.

MS. ROHRET: It is true, there is a change.

MS. CAMPBELL-COTLER: Yes. That is an abrupt
change. I would like to have a chance to think about it.

MS. MOESSNER: And it is your opinion, the both
of you, that two writers -- that it will really take two
individuals?

MS. ROHRET: Well, especially for this
timeline.

MS. MOESSNER: With this aggressive timeline,
right.

MS. ROHRET: I also believe, since we are

discussing this, that it really needs to be decide how
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all this information is going to be presented because
that is very important, the different channels that are
going to be used, printed, video, web, all these
different things. That is going to also affect how we
are kind of thinking.

MS. MOESSNER: Yes. Well, I think that we are
really talking about print at this particular point.

MS. ROHRET: Okay.

MS. MOESSNER: We want this posted on the web.

We want to look at interactive methods, but recognizing
the timeline, the workload, and the amount of material
that has to be conveyed, I think that print is the only
way we can go at this point.

MS. ROHRET: Right.

MS. MOESSNER: Yes.

MS. SARMIENTO: I just wanted to mention this
really quickly, but we don't have in the timeline
anything about graphics design. I think it would be
important for the pilot testing, especially if it is
going to be a printed document, to focus group test the
images and the design. People can relate very strongly

to images.
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I don't know if that is going to be contracted
out.

MS. ROHRET: I don't know. I was assuming this
was a part of this, but it does need to be defined.

MS. CAMPBELL-COTLER: Thank you for bringing
that up. I will write that down, and we will be sure to
build that into our thinking.

It was in my mind part of the health education
curriculum writing project, but we do need to be sure
that the graphics are ready when we are piloting it.

CAPT HEPPEL: I believe at our January meeting,
we asked about a budget for the project, to have some
sense of what each part would cost if we were going to do
something web-based as well as print. We were not able
to get an answer then, and I was wondering if we are
closer to having an answer to that question now.

MS. HOLLMAN: I think it depends on one of the
things that it depends on, whether you are going to be
partnering with other folks, such as the CEMF, because
there might be a relationship there where that would be
literally one thing that you are not looking at cost or a

discounted cost. So I think that is one of the things
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that we need to look at in the partnership.

In that realm, that comes into the budget.

When they had originally written that particular budget,
there wasn't the possibility of looking at an
organization like that to help something, and when the
budget was made up, it was less than $200,000 that they
had put into that particular line item for that. To this
date, that still is what is in that particular line item.

MS. CAMPBELL-COTLER: And that is the line item
for web development or $200,0007?

MS. HOLLMAN: Uh-huh.

MS. CAMPBELL-COTLER: Okay.

DR. BENEDICT: Just to be clear and maybe it is
just for me, but at this point in time, the product that
we are going to be the deliverable is going to be a
manual or something written. Is that what we are saying?

That is the final product, unless we decide to cooperate
with CEMM? We are looking at a printed product?

MS. CAMPBELL-COTLER: I think realistically,
yes.

DR. PRIES: And 200,000 is not only the

development budget available, but the cost of printing
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and distribution?

MS. HOLLMAN: Distribution is covered
underneath because it is going out to the VA, so it is
really the duplication to develop it, and the budget
figure that they have put in for that was about 150.

DR. PRIES: Thousand?

MS. HOLLMAN: Uh-huh.

MAJ VOGT: So there has been a lot of talk
about trying to use material that is already out there,
and I know how DVBIC was going to kind of come up with an
intro stuff. So does that mean that -- so I guess we
really need to figure out what needs to be written
because if we don't have to do the intro section and
there is so much already printed out on cognitive
behavioral, like the TBI effects, really what is so
different about this project is the whole systems -- you
know, how to navigate the whole military, you know, VA
disability, all that stuff.

Am I wrong about that? Are we really going to
try and pull in as much information that is already out
there and use that instead? Are we going to rewrite it

all? That is a question I don't know.
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MS. ROHRET: I would see it as, yes, bringing
it altogether, making it concise and readable, ensuring
that it is for our audience.

MS. CAMPBELL-COTLER: Written at the
appropriate literacy level, bulletin rather than
narrative.

MS. ROHRET: Yes.

MS. CAMPBELL-COTLER: Because that is the way
people really want to get the information. So there will
be modifications that will be needed. Hopefully, we
won't be creating new content. We will be drawing from
content that is already out there, but it has to be
located, and it has to be read, and it has to be
summarized. So there is a work effort there.

If we did the $200,000 for web development,
then there isn't any reason why once the curriculum is in
a final phase, for example, after our next meeting, we
couldn't then move into looking at how this content,
which we have agreed upon, can now be moved into a web
through separate contract with the web designer.

Looking at the size of the project, I too am a

little overwhelmed by what we are facing in the next
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year, and I thought that just the written product, but we
do have the 200,000, and we can move forward once we are
sent as a group in terms of what it is we want to say.

MS. ROHRET: But it does take a while for the
web development because you just can't take printed
material and plop it on. I know many people do, but
again, if you want it user friendly and appropriate, it
has to be interactive.

MS. SARMIENTO: And interactive because we have
talked a bunch about trying to do things, like doing a
blog piece or adding motion graphic videos, and it is a
whole separate project.

So I don't know if we should have a discussion
about format really, unless it is already decided. I
think a few of us in small groups have talked about a few
different options, and i just think because of
accessibility issues, we talked about wanting something
24 hours, data accessible and something that you can get
internationally and locally or easily and having the
print as well as some other sort of format.

MS. ROHRET: And then the hotlines. I think

there are hotlines and warmlines.
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MS. CAMPBELL-COTLER: Well, that is a separate
line item. If we are going to set up a warmline, that
has to be organizationally developed. So I wouldn't see
that as part of the curriculum design or the writing
project. That is a piece that we would have to contract
with an agency or look within our own resources to set up
some kind of a warmline/hotline situation.

Format for the Curriculum

MS. CAMPBELL-COTLER: So let's talk about the
format for the curriculum.

Yesterday, we identified an amount of material
that we want to see in that, the module on effects, the
module on caregiving. It had many components, and I must
say the weakest module at this point is the systems
module, which we heard at the Town Hall meeting was
extremely important. We need to have a conversation
about how to make that stronger and what resources we
need to pull upon from outside the panel to make sure
that the information that families need around systems is
in this curriculum for sure.

Yes.

MS. HRUSKA: I am not a member of the panel,
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but it seems to me, especially based on the discussion
yesterday, that it might be wise to look at the web
format first and wait on the print format, especially if
the systems is so important.

Working in government relations, I can tell you
the systems change frequently, and especially now when
you are looking at the med board system and that type of
thing. They are looking at making significant changes.

So it is very possible that you could spend a
lot of time and a lot of money printing copies, and in a
very short time, they would be out of date.

COL MAUFFRAY: That is what I referred to
yesterday at volatile data. The data is likely to
change.

MS. ROHRET: And I absolutely agree with that.

My only concern is -- and I don't know what the
current percentage is of folks who have computers and/or
the Internet. I think that before we made that decision
to go that way, we really need to know because some of
these people really need that information, and for us to
go ahead and do that and for the general public to learn

that everyone doesn't have access to that, I think that

OLENDER REPORTING, INC.
1522 K Street, N.W., Suite 720, Washington, D.C. 20005
Washington: (202) 898-1108 / Baltimore: (410) 752-3376
Toll Free: (888) 445-3376



20

really isn't good.

MR. DODSON: We talked about the wounded
soldiers, the wounded military.

MS. ROHRET: That they have access.

MR. DODSON: We can get them.

MS. COLLINS: They get PAs and things like
that. I can't see why they couldn't get laptops.

MS. ROHRET: And hookups.

MS. COLLINS: Yeah, wireless cards or
something.

MS. ROHRET: Yeah.

MR. DODSON: Between the VA and a civilian firm
that is donating software or hardware, et cetera, when
they are leaving, they are leaving their --

CAPT HEPPEL: Is there a reason why we kind of
pursue parallel tracks? That we can't go ahead with a
web-based product and the written manual? There would be
different groups working on them, but could they go
froward together?

MS. SARMIENTO: I think that is a great point,
and that is usually how we do the initiatives anyway.

You have the web component which is adaptable, which I
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think is great, and then you can consolidate information
because I think some of the concerns we have is
overwhelming people with, you know, like a 100-page
booklet, but then you can have a piece on the web for
ordering, whether it is the quick books that you passed
around, or if you want, some people still prefer to have
things in hard copy. You can have an ordering component.

With the print one you have available, it
sounds pretty feasible to do that. I don't know about
through distribution and stuff like that. Perhaps we
have a big warehouse. So that is not an issue, but it
seems pretty feasible to print a booklet for that cost.

MS. CAMPBELL-COTLER: So we would like to have
the web and the written curricula proceed together.

The web process may take us a little bit of
time in terms of contracting, or if we can use internal
resources for that. So I don't want to hold up the
writing work for the development of the web, but as much
as possible, we want it to proceed in tandem, but I do
need to warn you that we have to go through a contracting
process probably for the web design, and that will take a

few weeks. But we will definitely do that.
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Other thoughts? So we are proceeding in tandem
with the written document and with the web. We are
talking about timelines in terms of the first draft due
date, and I do believe that we probably will have the
print curriculum draft, first draft, before we will have
a first draft of the web design, just knowing how the
contracting process proceeds.

MS. MOESSNER: Do you want to tentatively use
August 1lst as an updated date? Is that realistic, do you
think, or it depends on -- again, I am not sure if this
is something that, you know, if it doesn't work out for
Mary to participate, i1f one person can take out, or if
that is just simply too much.

MS. CAMPBELL-COTLER: We are going to be having
a conference call after this meeting tomorrow, and we can
work out some of those logistical details.

MS. MOESSNER: Right.

Dr. Flynn?

DR. FLYNN: You know, anyone who has ever
written anything realizes that the very first draft is
the most tedious and arduous process.

MS. MOESSNER: Right.
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DR. FLYNN: So I think that we should really
defer the timelines to our writers and let them tell us
what they need, and then for the second and third drafts,
once the major product is written, that goes much
quicker. If anything at all, the two weeks is I think
generous for the second and third, but I think we really
need to be a little more liberal on the first one and let
the writers call the shots on that.

MS. CAMPBELL-COTLER: So we have our second
draft curriculum scheduled for the 22nd of August. If
you feel that we can do a very gquick turnaround on the
second draft, then we could set, say, a week before the
22nd, which would be the 15th of August -- help me with
my math. Anyway, someplace around there for the first
draft, with a one-week turnaround, which would keep us on
schedule for the 22nd for the second draft. How does
that sound?

DR. FLYNN: I would opt to keep the two weeks
for the second and maybe compress the third time around
one.

MS. CAMPBELL-COTLER: Okay.

DR. FLYNN: Because actually, the second draft
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of the curriculum is really going to take a lot more
conscientious effort on all of our parts to get through
that. If anything at all, I think by the third time
around, we could knock it off.

MS. CAMPBELL-COTLER: Okay. Why don't we just
say August the 15th for the submission of the first
draft, and then a two-week turnaround time for the review
of the first draft by the panel members, which would
bring us to about August 30th.

MS. COLLINS: That proceeds Labor Day.

MS. CAMPBELL-COTLER: I know. I know.

COL MAUFFRAY: Are you talking about delivering
the entire curriculum or just a module of the curriculum?

Is it everything?

MS. CAMPBELL-COTLER: I was thinking in terms
of modules, you're right, but then we have the whole
thing to be responsible for by the end of December. So I
think we have to try to get as much into the first draft
as we can, recognizing that there may be some holes that
will have to be filled up in the second draft, identify
those and keep moving. But I think we have to work --

COL MAUFFRAY: So all modules?
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MS. CAMPBELL-COTLER: -- all modules. Yes.

So August 30th for the responses back from the
panelists on the first draft. Then for the second draft,
it would then be available September 15th, and we would
want another two-week period for the response to the
second draft.

Is that right, Dr. Flynn?

DR. FLYNN: I would think so.

MS. CAMPBELL-COTLER: Okay. So let's say
September 30th we need to respond. All right.

Would another two-week turnaround, say to
October 15th, for the third draft make sense?

[No response.]

MS. CAMPBELL-COTLER: Okay. October 15th for
the third draft.

This is where we think maybe a week would be
sufficient. So the panel members would return their
replies to us, their comments by October 22nd.

Actually, we are back to the original. By the
time we look at the dates, we are back to the original
plan in terms of the final draft, submitted October 24th.

So we are actually moving down a little bit, but I think
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in terms of where we plan to be on this schedule, in
terms of our panel meeting, we are pretty much back to
where we were.

MS. HOLLMAN: The first day that was suggested
was October 29th and 30th.

MS. CAMPBELL-COTLER: Right, right.

So we would have the final draft -- is that
another two-week period for the final draft?

MS. ROHRET: A month. I suppose just in case,
it would be good, but --

MS. CAMPBELL-COTLER: Okay. So that is like
the first week of November? Well, just say November --

MS. ROHRET: Well, because it is the final,
final daft.

MS. CAMPBELL-COTLER: November 5th.

And then we would meet shortly thereafter.

DR. FLYNN: Are the recommendations for
revisions going to be an open discussion on the Internet
or on e-mail?

MS. CAMPBELL-COTLER: Yes.

DR. FLYNN: Okay. I just wanted to make sure.

You could get 15 or 20 people responding to the same
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paragraph with revisions, and that could go on forever.

MS. CAMPBELL-COTLER: Right. We are going to
look at the technologies, that we are all working from
the same document. Hopefully, there can be dialogue on
the Internet, interchanges, but if need be, we will
arrange for webinars, so that we can have more of a
face-to-face discussion and some interactive television
camera, a web camera kind of thing, and that will be
based on how people respond to the curriculum and how
much rewriting and work we feel need to take place.

DR. FLYNN: I would recommend as we go with the
writers that for some of the issues that were brought up
in terms of dynamic topics that may not be the same as
when we put together the package presently for those
changes that may occur over time, we could recognize or
identify areas that are most susceptible to change, for
example, the MEB or PB process, and say that at the time
of this printing or whatever, this is the way things are,
however this may be changing rapidly, please refer to
website such and such for updates or whatever.

So we could do constant web references

throughout as part of the written package.
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MS. CAMPBELL-COTLER: And because that piece of
the most volatile, it is possible that we might want to
think about having the web designers begin with that one.

That is the one that would be the most susceptible to
change and might be easiest to access that way.

What would you think about that, having the web
designers when we contract with them, begin with the
systems management piece? Does that make sense?

MR. WELSH: We are losing focus.

MS. CAMPBELL-COTLER: Okay.

MR. WELSH: Let's go back to what the original
document was for. It was for the family caregiver on how
to give care.

We are looking in the systems right now at how
to go before the medical board. Jane just wants to know
how to clean the trach tube at this point and basic
medical care and treatment for her son or whoever it is.

We are putting a lot of energy right now, I feel, like
into the systems part of the web design, and I don't know
how the writers will manage this because I don't think
they got enough guidance from this panel to put this

together. We don't have a road map for them to follow.
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Everything we did at the last meeting, I don't
know where it went to. We did all these charts. We
looped and grouped, and we picked out all this stuff. We
figured out what the topics were. Then we walked around
the room. Everybody went around, put their little
sticker on, voted for what needed to be in the content.
Where is it? What are we doing right now?

We are on our third, fourth day here, and I
don't think the writers could do the first page. We are
failing the writers. That is my 2 cents, and you can
throw something at me and tell me to shut up, but that is
the impression I get right now.

MR. DODSON: If I could just comment to that.
Obviougly, I think we are all appreciative of what you
are saying there. What I heard last night from the
limited number of folks who spoke, it seemed as though
they wanted more stuff in the systems management field of
how do I navigate this, how do I get the care that I
need, how do I get direction on financial assistance, and
this sort of thing.

So I think it is a critical topic that we have

to take a look at. This so much I don't think is for the
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soldier who is being medically boarded, as it is for the
caregiver who has to have answers or has to have answers
to questions regarding what are the benefits for my son
or my husband or my daughter, whatever.

MR. WELSH: Well, the problem with the Town
Hall meeting last night was that wasn't a core sample of
who our target audience is. That was congressional
staffers. That was civilians that have had traumatic
brain injuries and gone through different scenarios.

Again, we have a charter that tells us who our
target audience is and what our marching orders are, and
I think that is the foundation and framework of what we
need to stick with.

MR. DODSON: And one of the questions last
night that came across on the broadcast web thing was
where are the representatives from the caregivers. That
guestion was specific to the panel.

You can extrapolate that to the audience.
There were no caregivers in that audience, and I see them
three or four times a week.

Caregivers of military, wounded in Irag or

Afghanistan, that is our charter.
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COL MAUFFRAY: Is it reasonable to consider --
Captain Migliore is down there right now -- sending a
subgroup of your panel to Walter Reed, to Bethesda, to
actually where they are and have a meeting with them on
their location. Is that a reasonable thing to consider?

MS. CAMPBELL-COTLER: I think that is a
wonderful suggestion, and we will definitely pursue that.

DR. BENEDICT: But even then, you are doing it
in the middle of the acute phase right then.

COL MAUFFRAY: They have some acute and
subacute there.

MS. STEPHENS: That is on the inpatient unit.
I don't know that they would give us the breadth of --

MR. DODSON: Let me comment on that because I
do this several times a week. I go over there, and if
you say let's have a meeting at 11:00 in some place at
Walter Reed, you won't get that many people.

So we have done away with meetings. What we do
is we set up a little desk in the Malone House which is
the central focus for the Fisher House and Abrams Hall
and all the others. They all come through the Malone

House, and we ask them if they need things. We walk
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around and talk to caregivers out in the little courtyard
out there, and that is where we get most of our
information.

You have to meet them on their ground at their
convenience. You say come to a meeting, and they turn
you off.

MS. HRUSKA: In talking with Gulf War Warriors
the Wounded Warriors, those are two organizations that
are in constant contact with families, and they can
provide you with an awful lot of information about what
these families are asking for and what they need.

MS. ROCCHIO: Meg?

MS. CAMPBELL-COTLER: Yes.

MS. ROCCHIO: I think we are forgetting that on
this panel, we have three military caregivers that are
not present at this meeting, and particularly if we were
to call Liza, she was just -- it was assisting stuff she
needed to know. That was he biggest concern is she felt
that things could have been easier for she and her family
if they had more information about navigating this
system.

So I think it is just extremely important. I
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am a caregiver, but the civilian side. So that military
piece is what is so missing in the information that is
available in public domain.

DR. CHURCH: I think that Mike might have made
this comment yesterday in that I think we need to be a
little careful about using Bethesda and Walter Reed as
the one that we see as what most people experience
because a lot of problems happen when people leave those
environments and go back to Nebraska or Montana or South
Dakota, and they don't have resources.

So we need to make sure we get a broad spectrum
of the different places people can be in, the different
experiences they have, rather than focusing on the places
right here.

MS. CAMPBELL-COTLER: We can try again for
another web-based meeting.

We initiated the web component at the eleventh
hour. So it was not widely advertised, and if we want
family caregivers from the rural areas and outlying parts
of the nation to participate, we will have to do another
one, advertise, do it solely on the net, advertise it

heavily, and hopefully that we would get more input from
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people to learn, not looking here inside the Beltway.

MS. MOESSNER: I mean, personally, I don't know
if this is a reasonable idea, but I live about an hour
from the Minneapolis PRC. So one of the big four TBI
centers, I wouldn't find it a hardship because I am up
there in that wvicinity doing other work all the time, to
at least as a panel member kind of ask around in an
informal way or set up some meetings with the folks that
are going through the outpatient clinics, who have been
at this for a while, or even on their inpatient rehab
unit.

I mean, 1s that reasonable, those of us that
have access to populations, to do a little bit, or does
it need to be a formal web case? I would certainly
document what I am hearing from people, but that I could
do very quickly and get feedback.

MS. CAMPBELL-COTLER: As a civilian, would you
have access? Would they allow you?

MS. MOESSNER: I am on some panels and on some
grants with the folks up there anyway.

MS. CAMPBELL-COTLER: Oh, I see.

MS. MOESSNER: So we have a fairly established
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relationship. I think I could do that. So I don't know
if there are other people who also are in situations
where you could -- I mean, certainly, you could, Jon, or
does it need to be something more regimented? I don't
know.

MR. DODSON: One of the first questions we ask
after we give them a little of who we are, how we are
officialized by Walter Reed -- in other words, we are not
some outfit coming in there trying to take advantage of
them. We ask them what is it that you need, and then we
make a list of that. Then we start working on that right
away because the health care stuff is being done by the
nurse case managers and the physicians, the nurses, the
PAs, and stuff like that.

What we are working on is what is it that you
need. I need to know about how to get a taxi. I know I
have heard there are free taxis. Oh, okay, come right
over here, here is the form, here is the person you see
for the free taxi.

MS. ROCCHIO: What I heard as a civilian and
with the Brain Injury Association of Florida is the calls

that are coming in have more to do with the people that
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are back in community. They are dealing with the VA
clinic, the VA hospital in West Palm Beach, and at that
point, there is where the information stops.

Here again, families do have to get the
services that they need.

MR. DODSON: Probably some information for the
panel and for everybody else, there are nine
community-based health care organizations called CBHCOs
in regions throughout the United States, Alaska, Hawaii,
and Puerto Rico.

What happens is Reserve and National Guard
personnel come in and get their acute care at somewhere
like Walter Reed or WRAMC or Madigan or Bethesda. Once
they finish that acute care, they are transferred to the
CBHCOs .

Now, the one for Virginia happens to be in
Virginia Beach, but that covers all the way from western
Ohio, all the way to southern North Carolina. The
patients and their families and caregivers have to travel
that.

Mike and I are working with one now that

travels 380 miles.

OLENDER REPORTING, INC.
1522 K Street, N.W., Suite 720, Washington, D.C. 20005
Washington: (202) 898-1108 / Baltimore: (410) 752-3376
Toll Free: (888) 445-3376



37

MR. WELSH: 380.

MR. DODSON: Yeah. But what we found is these
CBHCOs are running anywhere from about 260 to about 400
outpatients.

MS. CAMPBELL-COTLER: A day?

MR. DODSON: No. Constantly. That is their
load.

MS. CAMPBELL-COTLER: That is their caseload.
Okay.

MR. DODSON: So how many of those are TBIs, I
don't know. We don't ask them that question, but what we
could do is to get into that CBHCO community and ask them
to ask their families and caregivers what is it they need
there.

MS. ROCCHIO: Jonathan, would you spell out the
acronym for me?

MR. DODSON: Charlie Bravo Hotel Charlie Oscar.

[Laughter.]

MS. ROCCHIO: Thanks a 1lot.

MR. DODSON: CBHCO.

MAJ VOGT: So one thought is maybe we can --

because it is the case managers that really interact with
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family. So we won't survey them, but maybe we can ask
the case managers to maybe ask the families like what do
you want, or they may already know. They might be able
to tell us. They are always asking us for this or this
or this.

MS. CAMPBELL-COTLER: Well, we talked about
piloting the curriculum with the case managers.

MAJ VOGT: Right. But we can go ahead and
contact them at individual bases.

COL MAUFFRAY: One thing I could point out is
as you develop this -- and this is one of the things that
we have often found -- there is local information, and
then there is enterprise information. What you have to
be careful is what you are developing is an enterprise
solution.

If you get too much local information, now you
have to have an individual piece for every single place
that they can be, and that will become very, very
difficult to manage. You just want to be careful on
where you go there.

MS. CAMPBELL-COTLER: Thank you.

MR. WELSH: One more thing about what Jon has
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brought up about CBHCOs. From the people I talk with,
those are the people that are struggling maybe the most
with the systems part because they are straddled in.
They are still on active-duty orders. So they are still
dealing with the military treatment facility, if it is
available, if it is not.

They are dealing with outsourcing to the VA
clinics, and when that is not available, they are being
outsourced to commercial providers. Maybe that is the
audience that has the most frustration and the biggest
challenge to navigate.

MR. DODSON: CBHCOs are staffed. I have looked
at the nine of them. They are staffed with at the most,
one or two physicians.

MS. STEPHENS: I was going to offer another
possibility, and that is, we have both nurse and social
work case managers at our polytrauma network sites who
follow the seriously injured across their visit.

So they are looking at the individuals that
live right in their catchment area, but they are also in
communication with their medical centers. Those case

managers have a lot of information, what the issues are
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with their caregivers.

So I would be happy to -- you know, we could
have a conference call. We could have a conference call
with some of these folks on and get the feedback, however
you would like to do it, but I meet with them regularly
by phone.

MS. CAMPBELL-COTLER: Terrific. thank vyou.
Okay. We will follow up on that.

MS. STEPHENS: Okay.

MR. DODSON: If you want to know more about
CBHCO, I have a narrative paper that I send out. I can
send it to Maraquita, and she can send it to you, or you
can do whatever.

MS. CAMPBELL-COTLER: Sure. We can do that.
If you send it to Maraquita, we will get it out.

MR. DODSON: It tells you what they are.

MS. CAMPBELL-COTLER: Great.

Pat?

MS. COLLINS: I have two comments, CBHCO deals
specifically with Army. Just keep that in mind.

MR. DODSON: Yeah, specific to Army. I'm

Sorry.
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MS. CAMPBELL-COTLER: Are there CBHCOs for the
other services, or is this just Army?

MS. COLLINS: No. There are three different
models.

MS. CAMPBELL-COTLER: Three different models.
Okay.

MS. COLLINS: Following on what Dr. Mauffray
said about enterprise versus regional, it seems like we
could do the enterprise, but have boilerplate what could
be suggested for regional, so that the kind of
information that is needed, we can fill in the blank kind
of thing.

MS. CAMPBELL-COTLER: I want to go back to
something Mike said because it is a real issue that is
going to come back to haunt us if we don't deal with it
as a panel and make a clear decision.

Mike, you were talking about the need to know
how to handle a trade, the need to be able to manage some
of the skilled care in the home, that the families are
looking for that kind of information.

We heard it last night again by asking is this

curriculum going to provide certification which would
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enable family caregivers, once taking this curriculum, to
be in a position to be certified by the VA and paid by
the VA to provide care.

So my impression was from the January meeting
that the group was not going that way, but Mike, you have
raised it again, and it came up last night.

So I think we are in a really critical place to
make that decision and to be clear about it, so that as
we go forward, we will be able to clearly say what our
rationale was for not doing it, if we decide not to, or
if we are going forward, how we are going to proceed,
because this is a very tricky, technical skilled nursing
kind of function. It is unchartered waters, I would say.

MS. STEPHENS: I don't think we want to go
there, but I can tell you one of the things we are
looking at in VA Central Office, if legislation occurs,
it is working through community-based health care
organizations to train the caregiver.

I think it is very difficult, if you think
about it, to have much control over that and to certify
someone, and we want the local community provider to

follow what is going on in the home.
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So I would recommend that this project not go
there.

MS. HRUSKA: I agree.

MS. STEPHENS: I know the person said something
about the Clinton legislation. That legislation has been
out there. It hasn't passed. So we need to wait and
see.

DR. BENEDICT: I think if we do go there, we
are sending a message inasmuch as we are ready to endorse
this, and I think people are going to take it that way or
either say, "Well, I went through the course that was
offered, and so I am certified.”

MS. STEPHENS: "Where is my check?"

DR. BENEDICT: Right, right, right. Exactly.

MS. CAMPBELL-COTLER: What is confusing to me
is in the Medicaid waiver model and counseling kind of
model, the family member doesn't really necessarily have
to have any formal training. The client selects the
provider based on the criteria that are important to the
client, and the government accepts that and pays the
Medicaid reimbursement rate if it is a family member or

whatever.
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So this whole thing about needing certification
is a little confusing to me because it doesn't need to
have to happen.

MS. STEPHENS: I think what sort of started
this is that in the spinal cord injury population, there
is a special program in VA, and if you become certified
to -- it is very specific -- do bowel and bladder, it is
a very specific function, and now this is also being
looked at, well, can't we do this for brain injury.

As we all know, a person with a brain injury is
likely not to need bowel and bladder and needs lots of
other different things, and it gets very complicated.
That is where that came from. The certification piece is
really coming out about bowel and bladder.

MS. CAMPBELL-COTLER: I see.

COL MAUFFRAY: So there is on existing VA model
program that if you had this certification today, you
would get paid.

MS. STEPHENS: This is going to be a lot of
discussion in how it is implemented, and I would be very
concerned.

MS. CAMPBELL-COTLER: So, as a policy issue, it
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has not been determined --
MS. STEPHENS: Right.

MS. CAMPBELL-COTLER: -- at the national level

MS. STEPHENS: Exactly.

MS. CAMPBELL-COTLER: -- that this is something
we want to pursue.

MS. STEPHENS: Right.

MS. CAMPBELL-COTLER: So we as a panel of
volunteers developing curricula really can't go there
because it is not in our purview to make that decision.

DR. FLYNN: I think there is a big difference
between education and certification.

MS. STEPHENS: Absolutely.

DR. FLYNN: Education I think is the duty of
this committee to put together some information, and
again, I make reference to websites that caregivers can
go to that show videos and things like this of practical
application, of bedside care, and what have you.

To get certified, you actually need somebody at
the bedside to train you and to observe you through the

procedures, and we can't do that.
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MS. CAMPBELL-COTLER: Right.

COL MAUFFRAY: 1In fact, even an organization
that manages ACLS and BLS, you no longer are certified.
You get a card indicating you have completed the
training, but they are not saying you possess -- you just
went through the program because of that whole issue of
certified.

MS. CAMPBELL-COTLER: So I think we have come
to a good conclusion about this issue. We know what our
response is.

Mike, are you comfortable with this? Do you
understand where the committee is?

MR. WELSH: Cozy.

MS. CAMPBELL-COTLER: Cozy?

[Laughter.]

DR. FLYNN: When Mike is cozy, we're --

[Laughter.]

MS. CAMPBELL-COTLER: I feel good about that.
I am glad we got that resolved.

We kind of meandered away from the timeline
that we were discussing and how we were going to approach

this project. The things I think we have consensus on is
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that we are going to go ahead with a web and a print.

We are going to start with the web design, but
we are going to start on the systems management piece for
the web design because that is the most volatile.

We know we are going to have the print piece a
little ahead of the web piece, but that's okay. It is a
module. It is a self-standing module. It can work that
way I think, and then we can back into the print piece
once the web module is finished.

Then we will work on getting the other print
material onto the web as we approve the content and feel
comfortable with moving forward to putting it forward.

We need to add a graphics timeline, and of
course, you talked about a promotional timeline at our
meeting yesterday. So we will add those to the
timelines.

COL MAUFFRAY: Can I throw something out?

MS. CAMPBELL-COTLER: Yes, please.

COL MAUFFRAY: You were talking about the
timeline. You guys have said print, but have you
actually established what that means? Are you talking

about pamphlets? Are you talking about there is going to
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be a book? Are you talking about there are going to be
multiple books? I think that is important.

MS. CAMPBELL-COTLER: There will be multiple
books at some point.

COL MAUFFRAY: So it is books?

MS. CAMPBELL-COTLER: Yes, but modules in the
sense that as we looked at the quick book where there is
a lot of information, but you can flip to what you want
at the time you want it, rather than having to flip
through pages and pages and pages or even a table of
contents to find the information you are looking for.

So we are hoping to make it a little more user
friendly than just --

COL MAUFFRAY: I have seen that. That is a
nice book.

MS. CAMPBELL-COTLER: It is not going to be
that format, but the concept -- and we are not going to
do that, but something with tabs that will enable people
to get to the information they want.

MS. MOESSNER: So this is a three-ring binder
sort of thing that you can customize.

COL MAUFFRAY: That is sort of what I am
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getting at. You kind of need to know what the product
will look 1like.

MS. MOESSNER: The families get so much
information, and what they tell me is that it needs to be
something that can be flexible and things can go in and
out.

We give bowel and bladder information when it
applies the first few months, but then as that resolves,
they don't want that sort of cluttering up their bag or
binder anymore. But I will say that most families say
they want some sort of a collection system, so a bag, a
binder, something that everything can be kind of gathered
and kept together physically.

MS. GOURDIN: Yeah, but I wonder if you also
want something that is very convenient, so that they can
take it with them to appointments.

MS. MOESSNER: Right. Yeah, w struggle with
that.

MS. ROHRET: Well, sometimes within a notebook
can be another little kind of notebook that can be taken
in and out.

Sometimes also a binder can have an envelope
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kind of contender. There's just various things you can
have within a binder.

DR. PRIES: Maybe something like a tote bag
that is pocketed that is easy to carry with you.

MS. MOESSNER: We got a growl over here.

[Laughter.]

MR. DODSON: The Wounded Warrior project, that
is not the same thing that I am with, but they are a
different organization that do great work. They give
them these backpacks, tote bags, and things like that.
So they have that stuff.

What Anne said is these folks are inundated.
The issue becomes one of information selection, what
information do I need. So they need a process where if
you have a table of contents, it is in English.

Sleep problems, you know. Oh, okay, that is at
Tab 12. Turn it over to Tab 12. It has to be in
English, not in medical jargon. So we can't have Dr.
Flynn write it.

[Laughter.]

MS. CAMPBELL-COTLER: If the tab said sleep

problems, they wouldn't even have to look at a table of
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contents.

MR. DODSON: That's right.

MS. CAMPBELL-COTLER: They are just looking at
tabs.

MR. DODSON: That is correct.

The little quick books, those things are
fantastic. They are carrying them around because they
are convenient, and that is probably about as big as you
want to get for a carry-around. The one on TBI, the
young people just love it. They think it is great.

Unfortunately, we are out of them right now.

MS. CAMPBELL-COTLER: We can get some more.

MR. DODSON: Well, DVBIC has ordered some more.

MS. CAMPBELL-COTLER: Yes.

MR. DODSON: How many did we have to start
with? Two or 300, something like that? They went fast.

MS. CAMPBELL-COTLER: My concern about a binder
is that the pages rip out. You all remember elementary
school and having to put the reinforcers on the paper and
papers rip.

MS. ROHRET: There is heavier paper now.

MS. CAMPBELL-COTLER: So you think a three-ring
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binder?

MS. MOESSNER: There's pros and cons to
everything. We have people who love tote bags.

I think my population nowadays goes to the web,
and they print out the few things that they want in
writing. It tends to be the "how to" pieces, if I need
to look at a diagram and follow some instructions.
Otherwise, I think most of what happens at least in our
world is web-based.

MS. STEPHENS: I was wondering if any thought
had been given to just putting it on the website, with
all printable information, and people just print off what
they want instead of getting too bogged down and having a
lot of information.

DR. BENEDICT: That is my concern about having
a deliverable that is printed.

COL MAUFFRAY: That is what I was just about to
ask. Do you envision every person getting everything, or
are you going to build -- it is a modular thing. So you
would have 15 quick books, and you would pick and choose
the ones you want. You built some thing, whatever that

thing is, or is to everybody gets this one single
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package?

That is how it needs to be written. Do each
one of these things stand on their own, or is it part of
a complete package?

MS. CAMPBELL-COTLER: What do you think?
Should they each stand on their own?

We have identified three kind of overarching
issues: effects, sequelae, family caregiver needs.
Would you want to just give a family member just the
behavioral piece or a document that had all the effects
and they would be able to refer to sleep problems or
memory problems?

MS. CHIASSAN: Meg, one thing that we talked
about last night was how the information would be
distributed to the caregivers, and maybe that would
affect how we did it because if we were distributing it
through, say, case managers, we might want to give the
case managers a CD and the printed book, so that they
could make xeroxes.

MS. CAMPBELL-COTLER: Carolyn?

MS. ROCCHIO: Meg, over the years, we have

struggled with this in a State association, how we
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packaged our materials, and we have tried the three-ring
binders, the spiral-bound ones that you can't change
information in.

What we really discovered is they are not well
utilized. There's too much. It is overwhelming. We
don't have a society that really goes to printed material
like they used to. Everybody goes to the web, and to
have access to particularly that systems piece, I like
the quick books. I like quick read kinds of things.

If there is some way they can be staged as the
needs change as far as printing material, it just seems
like there should be more on the web and less voluminous
kinds of print material.

COL MAUFFRAY: Maybe that is a solution, that
you would have a series of quick books that address the
immediate needs, and then they refer to websites that has
the more in-depth encyclopedic type of information that
you can really go through.

MS. ROCCHIO: Like the brain injury, I gave one
of these to him this morning, the topical things like
this as the need becomes do you want to drive again, you

have a little quick book that gives you the tips, and you
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go to the web for more in-depth information, in reference
to what your State requires in terms of returning to
driving again.

There is so much printed information out there
that I don't think we should reinvent the wheel. It is
the military piece that is missing, the systems.

DR. BENEDICT: I just have a comment. I feel
like I can give you some feedback because I am a little
bit on the front lines, and I can tell you that the most
utilized room on our unit is the computer lab, and not
just for the patients, but for the family members too.
They are constantly on the net. They are the web
generation. They are.

Your point is very valid. They don't read.
They like to play the video games. They like to do the
Wii. They like anything that is interactive.

When we are talking about parents, we are not
talking about old parents.

MS. CAMPBELL-COTLER: That is a gap.

DR. BENEDICT: We see very young parents in
their late thirties and early forties. Even the

grandparents are on the web. You made that point
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yesterday.

I think we might be missing the boat if we
don't design this in a format to which they are going to
access 1it.

MS. CAMPBELL-COTLER: One of the thoughts I had
was a curriculum hard copy in a binder that would go to
case managers, members of the DVBIC regional programs,
professionals in the field. They might be able to take
out a piece, xerox a particular section that the family
would be interested in, but also have it on the web and
have the web URL readily available almost on every page,
so that people would know to turn to the web for more
in-depth information.

MR. WELSH: I don't think the case managers,
not all of them are going to want to go make copies for
the family.

Even at Walter Reed, the case managers, the
copy machine was -- you know, there was smoke coming out
of it.

[Laughter.]

MS. STEPHENS: We are working on a project that

is just about orientation from the MTF to the PRCs. The
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case managers want to go to the web and print the
information out, whatever they want, and give it to the
parents. They don't want to make copies.

MS. ROHRET: That is what I was going to say.
It could be so that everything is on the web.

MAJ VOGT: Extra work for you to have to do
web-based and a whole printed-out -- that doubles your
work.

MS. ROHRET: Well, but there is a way to do
that, PDF files.

MS. SARMIENTO: It can be printed. If you
print front to back, it is going to look like a finished
product, versus giving them a CD-ROM. I think they are
more likely to go onto the URL and find everything, for
the care giver and for the case manager.

I find that the initiatives that I have done
with the CD-ROM is actually the least-used product. So I
wouldn't recommend that sort of thing.

MS. ROHRET: That is so true.

MS. STEPHENS: The other advantage of the web
is you can update the information so much easier.

MS. SARMIENTO: And making it in different
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languages becomes easier too. If you are just going to
do like a fact sheet, whether having the full content of
a module, just the really gquick -- because we talked
about in the front of the sections putting here are the
key highlights from this section, what you should know,
and the bullet points. You can put that at the most, a
front-and-back thing because that is what most people
want to glance at anyway, print that out and do that in
Spanish very easily, and then hopefully, depending on
translation money, do the whole content.

COL MAUFFRAY: This is something that allows
access to the web that looks like -- I mentioned the web
cards, these little cards that we prepare that just have
the URL to our website. You can look at that as a way to
direct people to a particular site.

MS. CAMPBELL-COTLER: That is a good
suggestion.

COL MAUFFRAY: They are small, easily handed
out, and done in such a way that it doesn't look like
somebody would immediately throw in the trash when they
walk out the door, which is one of the problems with

printed and xeroxed materials. You find them on the
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floor of the car. You find them in the back seat.

MS. ROHRET: That is true. It is such a waste.

MS. MOESSNER: There were a couple of comments
last night, and people have mentioned this as well about
there is so much existing.

So it seems like when we started as a panel,
you know, let's not re-create, let's not reinvent, but if
we are going to be turning over all the content,
especially in the effects area, we had a lot that we
generated, lists and lists and lists yesterday.

I could see this taking you hours to pull that
together and to try to find all these existing pieces.
Is there any thought that we can just say that as a
panel, we agree we are going to use the Brain Injury
Association effects of brain injury product and that is
what is going to be given as part of the curriculum, or
the Emory Center?

MS. CAMPBELL-COTLER: It has to be in the
public domain.

MS. MOESSNER: Right.

MS. CAMPBELL-COTLER: Some products are

proprietary.
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MS. MOESSNER: Okay.

MS. CAMPBELL-COTLER: Anything in the public
domain, we certainly could.

MS. MOESSNER: If people want print materials
or case managers, you just say to them here is the five
or six pieces we think are good, that you can physically
hand out to people. They are fairly comprehensive. They
are in the public domain, or do we have to produce
something that is from DVBIC, the VA, the panel, that has
got their stamp on it, that is really picking and pulling
all of this existing information and putting it into a
new separate something?

MS. CAMPBELL-COTLER: We heard yesterday about
the value of having something look uniform, look like it
is all part of one product. So I think we can pull from
the public domain information. We don't have to
re-create the information, but I think it should all look
like it is part of the same package. And we would
provide attribution to the organization, whether it is
the CDC or NIH or whatever.

MS. MOESSNER: Right.

The BIA stuff is in the public domain. I know
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they sell products as well, but not all of theirs is
public.

MS. ROCCHIO: Well, on their web, they have a
lot of information.

MS. CAMPBELL-COTLER: You could just download.

MS. ROCCHIO: Yes. You can go to caregiver
family and there is a lot of articles, most of which were
previously published.

MS. ROHRET: They are copyrighted.

We wouldn't be able to put them on our web. We
could only put a link to their web.

MS. CAMPBELL-COTLER: But that is not a bad --

MS. ROHRET: ©No, it's not bad. It is another
option.

If people go for information, they don't want
to see link after link. They want information, and for
more, go to BIA or whatever.

MS. CAMPBELL-COTLER: Okay. Thank you.

Well, this was a very productive discussion. I
know there will be a lot more to come up as we go through
the process, but I think you have brought the whole

project in terms of the way it is going to look.
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It is going to be web-based. We will probably
have to have a few hard copies of something, but it is
not going to be primarily distributed in hard copy. It
is going to be on the web, and people are going to be
able to download sheets, and they are going to be able to
pick out what they want.

We will be able to take care of the volatility
of the information. I love that word.

We will start on the content that we need to
have written. We will start on the design piece from the
systems management point of view, and we will meet
someplace in the middle.

MS. ROHRET: Will we be utilizing the quick
books?

MS. CAMPBELL-COTLER: That is proprietary
information too.

MS. ROHRET: Those are very nice.

MS. CAMPBELL-COTLER: We can purchase them, and
DVBIC will continue to distribute them through whatever
mechanisms are effective.

COL MAUFFRAY: At UPC, they are really

proprietary.
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MS. HRUSKA: They are proprietary, but you can
contact them. I have a contact name for you. They
really love if you want to put your name and your logo on
it and that type of thing and bulk discounts and things
like that.

DR. BENEDICT: It could be a part of a package.

MS. HRUSKA: It could be, yeah, exactly.

You can customize it and put the name and
whatever, whatever organization on them.

DR. BENEDICT: Since they like those, can we do
an abridged version of the three major areas that we are
going concentrate on in a quick book and have the website
all over the place, and they could carry that around and
then refer to that?

I mean, if we wanted to have something to give
them instead of just a business card from the web, try
and figure out TBI, do you know what I mean?

Do they currently have information about
effects of TBI and behavioral management and cognitive?
Is that in the existing one?

MS. MOESSNER: I thought it was yesterday,

brief, like brief listings.
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MS. CAMPBELL-COTLER: We are already purchasing
those and distributing them through the DVBIC regional
networks. So you should have them.

DR. BENEDICT: I will check.

MS. CAMPBELL-COTLER: Yes, please. If you
don't have them, we will get them to you. So that is
already a mechanism.

DR. BENEDICT: I would love to have a bunch of
those, honestly.

MAJ VOGT: They already have one that is about
notification, travel, MER, PEB.

DR. BENEDICT: Right, right.

MAJ VOGT: You know, compensation, all that
stuff.

MS. CAMPBELL-COTLER: There was a suggestion to
make the URL card magnetic.

COL MAUFFRAY: We have some that way. Just as
a note, they won't stick to a stainless steel
refrigerator.

[Laughter.]

MS. MOESSNER: And again, the content that you

presented yesterday, you are looking to roll out about
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the end of the year perhaps.

COL MAUFFRAY: Right. Yes.

MS. MOESSNER: I looked through the outline
yesterday, and it looks like your group has done a great
job on covering acute information, causes of injury, some
of that early business. So I feel like maybe we can skip
that and get into more of the different categories and
the subgroup topics. It looks like you have covered that
pretty well.

MS. ROHRET: Together.

COL MAUFFRAY: The rehab stuff, we are not as
in depth on, the long-term stuff.

The resource piece with regard to the system
that you guys keep referring to, we were really reluctant
to get into because we are talking about all the
different services and the VA, and from a small
organization, that was a daunting task.

Then once you build it, somebody has to
maintain it.

MS. CAMPBELL-COTLER: Right.

COL MAUFFRAY: And that really becomes a big

issue because you don't want to have dated information

OLENDER REPORTING, INC.
1522 K Street, N.W., Suite 720, Washington, D.C. 20005
Washington: (202) 898-1108 / Baltimore: (410) 752-3376
Toll Free: (888) 445-3376



66

and then somebody is calling up and saying, "Hey, this is
a broken link. This doesn't work anymore. Congress just
passed a law yesterday, and your information is
incorrect." That is a huge, huge maintenance issue.

MS. CAMPBELL-COTLER: Right.

COL MAUFFRAY: So just be aware of that as
well. When you build it and they come, that what you are
telling them is correct.

[Laughter.]

MS. CAMPBELL-COTLER: I am not too concerned.
We have built in a placeholder for the family caregiver
project in our budgets in the out-years.

COL MAUFFRAY: For some maintenance.

MS. CAMPBELL-COTLER: To be able to respond to
whatever develops. So I think we would be able to decide
that we are going to use those funds to maintain and
upgrade.

COL MAUFFRAY: I think there is a lot of room
there.

If, for example, things you were looking at
that were important were specific curriculum reguirements

for somebody that's -- and I am not sure that the panel
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needs to address it, but maybe it is. You guys can let
me know.

Is the stuff about some of the actual skills
necessary that this panel address, or are those things
handled at the local MTF level?

So, when somebody is being discharged and they
need trach care, is that already handled, and it is not
something you guys need to get into?

MS. CAMPBELL-COTLER: No. Absolutely not.

COL MAUFFRAY: I just want to touch on this
again, and it became apparent last night from the people
we had at the Town Hall meeting. It is what I mentioned
yesterday, the issue of focusing on the sometimes
overwhelming requirements of the severely injured and
missing the entire huge group of not as severely injured,
but who feel like they have been left out of this process
guite a bit as far as the information that is available
to them and directed at them versus a lot of information
of severe -- not a lot, but your numbers are huge over
there in the mild injury, who are completely functional.

The young lady that we heard for who for 11

years had been struggling from what should have been a
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nothing injury to her, and it has affected her life now
for 11 years. Looking outwardly, you would have no idea
anything is wrong with he.

MS. CAMPBELL-COTLER: Yes, yes.

MS. SARMIENTO: When putting the contract
together for the web, just be sure to make sure that they
are going to make it compliant.

MS. CAMPBELL-COTLER: Oh, of course.

MS. SARMIENTO: I know if it is done through a
contract company, they won't do it unless you --

MS. CAMPBELL-COTLER: Put it in the contract.

MS. SARMIENTO: And have it checked. There is
actually checking systems now.

I know HHS is doing it. So they won't let you
post anything live without that.

Debrief from Town Hall Meeting

MS. CAMPBELL-COTLER: Thank you.

That was a good segue into the discussion of
the Town Hall meeting. Let's go onto the Town Hall
meeting.

I think the dates that we originally determined

for the third panel meeting are pretty much now back to
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where they were.

MS. HOLLMAN: Yeah, you are looking at the
November dates.

MS. CAMPBELL-COTLER: Yeah.

MS. HOLLMAN: The October dates, I think were
pretty much out of realm. You can look at the three sets
of November dates.

MS. CAMPBELL-COTLER: Let's talk about the Town
Hall meeting, and then we will talk about the date for
the next meeting.

We have just done a quick summary of the
highlights that we as staff picked up last night, and
just to kind of get the discussion going and certainly it
can be added to, but we particularly want to focus on how
what we heard last night would affect he modules and the
discussion we had yesterday in terms of the content we
had to add to the curriculum.

On the meaningful employment piece, I just
wanted to comment on a new project of the Department of
Labor called America's Heroes at Work, which is
employer-focused, to educate them about the value of

hiring vets who have had mild TBI or who have PTSD, and
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it is a public relations effort.

There isn't a lot of resource behind it, this
particular point, but they are going to have a major
kickoff in New York City on July 22nd. They will have a
website, which will have resources for employers who are
considering hiring a vet, and they are trying to work
through the barrier.

A lot of employers want to hire a vet who has
had some kind of visible disability to promote their
business, to show their contribution to the community,
not so willing to hire individuals who have hidden
disabilities like traumatic brain injury or PTSD.

But it is encouraging that the Department of
Labor is really seeing this as a need and really pushing
it. It is not going to be the solution to pigeonholing
of people. That is an effort that I wanted to be sure
you were aware of.

MR. DODSON: In the world of pigeonholing, I
think we need to reference the Americans With
Disabilities Act of 1990.

That creation of a hostile working environment

isn't something that is overtly hostile. It can be
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passive hostile.

I personally know of a very large company in
this area who is a government contractor who hires
disabled and then creates a hostile work environment and
make them resign to keep their hired disabled up.

I have reported them to the GAO and to the DoD
hotline.

MS. ROCCHIO: And it takes forever to get it
through the process.

MR. DODSON: Well, I gave them facts and
figures because it came to my attention from somebody who
had worked in that company and who had a moral ethical
standard and resigned. They brought me all this data.

So I turned it over to the Deputy DoD IG, and I
turned it over. So they are now investigating it.

MS. CAMPBELL-COTLER: They are investigating
ite

MR. DODSON: Yes.

MS. CAMPBELL-COTLER: Okay.

MR. DODSON: DoD IG is.

MS. CAMPBELL-COTLER: Okay, good. Because I

would put you in contact with my contact at the
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Department of Labor. He may be interested in knowing
about that too.

MR. DODSON: I don't know if DoD classifies
that as -- how they classify it because I reported it to
the Deputy DoD IG, not the primary. I don't know what
they class it. Here is the information. Here is where
you can find it. I'm out of this.

COL MAUFFRAY: Just from a curriculum
standpoint, how does the panel see addressing -- I mean
those are big policy kind of issues. Is this just
providing information about what kind of resources are
out there? How are you addressing that particular topic?

I am looking at what is your capability to
address that.

MS. CAMPBELL-COTLER: Right. We talked about
employment in terms of caregiver needs yesterday, but not
in terms of the person who sustained the TBI.

COL MAUFFRAY: So just a pressing value of it?

MS. CAMPBELL-COTLER: Yes. Just kind of expand
under the family caregiver needs piece on employment, the
notion that there are employment opportunities also for

the soldier who has sustained an injury, and the
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America's Heroes at Work link or something to that
effect.

MAJ VOGT: We actually put that in our focus
group.

MS. CAMPBELL-COTLER: We did. Okay.

MAJ VOGT: Returning to work and the problem
with the disability wversus ability.

MS. CAMPBELL-COTLER: Right. So we have got
that covered. Thank you.

MS. COLLINS: And VA has always had a real
strong voc rehab.

DR. CAR-BLANCHARD: But I encourage you to
remember that the caregiver in many cases is the advocate
for the person with a brain injury until they are able to
advocate for themselves. So that caregiver does need the
information, the Americans With Disabilities Act, all
those pieces, so that they are aware of it, even though
it is not directly about them, but in preparation to know
what is ahead for their family.

MS. CAMPBELL-COTLER: Right, right.

DR. CAR-BLANCHARD: They need to be armed with

knowledge.
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MR. DODSON: Armed with what their rights are
and what the hiring organization is supposed to do and
not supposed to do. That can be a leveling because the
legislation, contrary to most legislation, is actually
written in pretty plain English.

MS. CAMPBELL-COTLER: And the other piece is
that that would be almost a systems management issue,
understanding the idea.

MR. DODSON: Yes, it is. There has to be a
tweak there to the caregiver.

MS. COLLINS: And the Family Leave Act.

MS. CAMPBELL-COTLER: Absolutely. We talked
about that.

So not everything that was said last night
needs to appear in the curriculum. This list was just
our brainstorming, and it doesn't mean that we think it
should be in the curriculum either, but it was a way just
to get the discussion going.

So I would say we don't have to go down this
list item by item, but based on what you heard last
night, what additions to the modules should we be making?

MS. MOESSNER: I guess I was taking notes last
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night as people were talking, and I agree that mild
traumatic brain injury needs some special focus,
attention. I think that was a good point made.

It seemed like people also wanted information
about hope and also cutting edge, what is going on, how
do I keep apprised of new findings, new research that
could help me continue to recover, so something along the
lines of research and then just in the introduction,
setting up the recovery in a more hopeful, positive
manner and not overwhelming with here is the thousands of
possible deficits you might have, but there is some
potential, here is some basic groupings, here is some
patterns of recovery.

Sure, we do see people get better absolutely.
That is a message that those of us who do this verbally
give all the time. So I think something in their kind of
research, hope, long-term prognosis kind of area.

I think, again, it came through loud and clear,
advocacy, system management, navigation, you know,
helping people in that area.

Obviougly, it came through loud and clear that

there was a lack of family caregivers in the front of the
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room last night and in the audience. So I think the
discussion earlier about finding ways to get that
information before or as we are in the early stages of
developing the curriculum and then making sure that the
focus group, you know, rolling that out to focus groups
is done, that it includes a lot of family caregivers.

I thought success stories, you had some of
those on your product, but that seemed to come through as
well. "Well, I would get better if I could see someone
else, be linked with someone else, watch someone else
tell their story." I don't know if we had talked much
about getting the success stories in, but I think that
would be an important component.

MS. CAMPBELL-COTLER: That would be perfect for
the interactive piece, that group discussion, people
talking about why they were coming for the training. It
would be wonderful to be able to have that.

MS. MOESSNER: Yes that also came through.

MS. CAMPBELL-COTLER: Real life.

MS. MOESSNER: Someone also approached me
afterwards and brought up again the special populations,

and I know we talked about that a little bit yesterday.
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I thought the woman who spoke first and said,
well, what about the very mild people who don't have a
caregiver. I thought about that as a special population,
but indeed it probably is another group to consider.

Someone else approached me and said what about
-- you know, very few people end up sort of in a
minimally permanent, minimally conscious stage, and that
is a very small number of people, but if that happens to
be your case, what about that as a special population.

It is not someone that is sort of emerging in recovery
slowly, but it looks like there has not been a lot of
progress.

There is a lot of physical care needs, and it
could be life-long dependency, what are your plans for
that small, but special small population. That was
brought up, and I think the aging caregiver issue and the
children who are caregivers.

MS. CAMPBELL-COTLER: Could I just ask a
question? From the VA, if someone is minimally
conscious, do they have a choice? Can they remain in the
VA facility, or does the family want to bring that

individual home?
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MS. MOESSNER: Do they end up in VA nursing
home or skilled facilities?

MS. STEPHENS: Well, there's a lot of wvariety.

I think a number of things can happen. In the
beginning, we have four special programs to address
emerging consciousness, and then they can be in that
program. At such time that it is determined that no more
progress is going to be made, then you look at discharge.

It could be discharge to a VA facility, but it
can also be discharge to the community, the VA contracts
that care out as well. It is determining what is the
best place for this veteran. There are a lot of options.

MS. CAMPBELL-COTLER: What percentage of
families choose to bring their loved one home, to remain
in the home as opposed to being in a community-based
nursing home or other --

MS. STEPHENS: What percentage?

MS. CAMPBELL-COTLER: Yeah.

MS. STEPHENS: I don't really have that data.

We do have some, but it is small. It is pretty
small. I can count some people that I know of that are

doing that, and the VA provides a lot of extra support
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for that in terms of 24/7 people in the home and
caregiver training, et cetera.

MS. CAMPBELL-COTLER: Wonderful. Okay.

MR. WELSH: What percentage brings the service
member home and then decides to bring them back to the
VA?

MS. STEPHENS: I don't think you can put a
number on that.

MR. WELSH: Two or three people, it may be so
disruptive, that they bring them back.

MS. STEPHENS: It happens. We don't collect
data on that, but sometimes someone goes home and they
think they are going to be able to manage. They go home
with home health services and all that support, and maybe
something changes in the home, and they need to come back
in. We certainly help them with that decision. It is
difficult, but I can't give you a number on that.

DR. BENEDICT: In the emerging consciousness
program, the timeline is 90 days at this point. They are
admitted for 90 days.

Usually, in the course of that three months,

the family has an adequate opportunity to observe the
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level of caregiving that is required, particularly if
there is not a lot of progress made.

So I think it is rare that people go home and
not listen to any of the recommendations, any of the
feedback that has gone in the three months before, and
just say I am taking them home, and they get home and go,
"Oh, gosh, I didn't know."

So it is that process that gets worked out, if
it needs to, in the course of the hospital stay, and then
we can provide a more effective discharge plan or
transition to the next level of care, whatever that might
be.

MS. STEPHENS: It is not like 90 days and
you're out.

DR. BENEDICT: Right.

MS. STEPHENS: We have a number of individuals
that are in that program for months. It sort of depends
on what is going on.

DR. BENEDICT: And the progress they are
making, resources available.

MS. STEPHENS: And the family.

DR. BENEDICT: Right.
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MS. STEPHENS: We really work with the
families. 1If we are getting a lot of pushback and it is
going to take longer for them to get there, it is a
journey.

You don't want to say 90 days because it is
saying, okay, I am done, you are telling me this person
isn't going to make any more progress. So it is not
addressed that way.

DR. BENEDICT: It is presented as that timeline
initially, but it is most always pushed to a certain
extent.

COL MAUFFRAY: Can I just ask real quick what
the opinion is on -- and this can have an impact on how
well your curricula is ultimately received? Why were
there no caregivers at the meeting? Was it they didn't
know? Was it they were so overwhelmed they couldn't
come? Was there some other reason? They don't believe
in this process? They don't think anything is going to
change? Does anybody have any feelings on that?

MS. CAMPBELL-COTLER: I would go back to
blocking -- no one has a name plate on. So I am really

at a loss.
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Also, we didn't provide any dependent care.
So, if a person felt that they didn't want to leave their
loved one home alone, we didn't provide them with any
economic incentive to hire someone, so that they could
come and testify.

MAJ VOGT: But also, 6 o'clock in D.C. traffic
is just a horrible time.

MS. SARMIENTO: Was it promoted through the
organization that she mentioned?

MS. CAMPBELL-COTLER: Oh, yes. It was. I sent
it to the State coordinator for Maryland, for the TBI
project.

Maraquita, do you want to mention all the
groups that we contacted that were family
caregiver-based?

MS. HOLLMAN: Some of them -- I mean, again,
it's got the Wounded Warrior. I contacted a couple of
different people.

They actually went out to them. They went to
websites. They contacted individual families. It had
also gone to the Alliance.

The gentleman who talked last night, Mr.
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Harris, who asked particular questions, he was actually
with the VA. He had taken it and distributed it among
his caregiver organizations from the State that he was
particularly from.

It had gone up on the websites, the disability
association, and I have found out that they actually have
almost -- it is akin to what started with the care
coordinators. They have disability advocates, and they
just started trying to identify TBI families, caregivers,
and it had gone out on their web page and their website.

MS. CAMPBELL-COTLER: Montgomery Aging
Disabilities Services, I contacted colleagues who are
really very networked in the disability community and
asked them to distribute.

Mental Health Association was starting a
project directed towards veterans. I asked them to
distribute.

Knowing that it was a local meeting, I tried to
reach out to all the local contacts that I had.

MR. WELSH: I had two invitations for some
reason. I had one from a case manager and one from a

social worker that sent me the flier.
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MS. CAMPBELL-COTLER: Oh, great. Good.

And we worked closely with the social workers
and case managers at Walter Reed and Bethesda Naval. I
think we have to go to them.

MS. ROCCHIO: The time was bad for families.

MS. CAMPBELL-COTLER: Yes.

So we will consider how to get more family
input. There was a lot of discussion about that earlier,
and we will work on getting more family input into this
process early on, rather than waiting until the
evaluation phase.

DR. FLYNN: I just wanted to make a comment
about the mild traumatic brain injury situation and also
what this young woman brought up last night.

First of all, from my own personal experience,
out at Fort Lewis, we have already screened about 8,000
soldiers. Out of that group, between 27 to 30 percent
have had a history of at least mild TBI.

I emphasize history because a number of them,
by the time that they come back post deployment, have
recovered or returned to baseline right now.

Unfortunately, in print, we tend to use the
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present-tense reference of how many of your soldiers have
TBI. So I think that that is an important thing.

One of the things that we have found that
correlates directly with this young woman, I had the
opportunity to speak with he after the meeting last
night, and I asked her a little bit about her history and
everything.

A couple of things that were apparent right off
the bat, she was never given any education about the
natural force of mild TBI.

Her symptoms that she was having were very
commonly associated with TBI, problems with the slowness
in mental processing, balance problems. They were not
validated by the clinicians that she had seen.

As a matter of fact, she said that one
clinician had told her outright that her balance problems
and her problems with the low vertigo had nothing at all
to do with her traumatic brain injury, that traumatic
brain injuries usually affect cognitive areas in the
brain but wouldn't affect those physical areas. So,
already, she was given faulty information, without any

kind of positive influence over expectation of recovery
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and what have you.

If you look at the literature on mild traumatic
brain injury, up-front education is one of the greatest
predictors for recovery from these, and folks that have
persistence of symptoms oftentimes will tell you that no
one ever told them exactly what to expect over the long
run.

So, in terms of following up on this, I feel
like we have some pretty good experience. We are putting
a lot of our data together right now.

We do have a handout, a pamphlet that we give
to every soldier that comes in through our TBI program on
specifically mild TBI and specifically related to both
combat and non-combat-related forms of mild TBI in there
as an education component regarding the expectations.
Also, we encourage their spouses or their loves ones to
come in with them, so we can talk to them.

Perhaps I will get a little argument on this,
which is healthy, but I don't look upon so-called many
mild TBI patients. Most mild TBI patients don't need a
"caregiver" per se in that someone who is either hovering

over them or constantly validating that because of the
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mild TBI that they can't do certain things or whatever.

If anything at all, they need an advocate to
help stimulate them along and to encourage them that they
can do things and that they can get back to normal and
that they will get back to normal, and that that role has
been taken on by many of the spouses.

We do find that from our standpoint, linking
them up with a case manager can be a very, very helpful
thing because the case manager will assure that
consultations are made, that the patient gets to where
they need to go, and that the spouse or the family member
is informed about what has been set up for them, so that
they don't miss appointments and things like this.

So far, I can honestly say that it looks as
though the track record is pretty good for those folks
that get that education up front and early and are given
an expectation of recovery.

I asked this young woman, and of course, it's
hard to tell, but I asked her. I said, "Do you think if
clinicians had validated your symptoms, had acknowledged
that these things were commonly related to mild TBI, and

attempted to get you treatment for those and treated you
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in a holistic manner, with encouragement that you would
recover baseline, that things would have gone different
for you?" She said absolutely, there is no question in
her mind.

And the fact that what she revealed last night
in terms of even the great majority being the 90 percent
or so recovering back to baseline and her falling into
that 10 percent, all that information was, in fact,
gathered by herself. It was not given to her by a
provider.

MS. ROCCHIO: And the head sheets that are
given out in the ER, we have worked so hard in Florida
with the trauma system to get not only the medical
sequelae but the cognitive changes, and they make such a
difference if people know up front that they can have
some immediate changes in things that may resolve over
three to six months and what they need to do.

MS. CAMPBELL-COTLER: Yeah. This came up very
much in the educational coordinator strategic planning
meeting, the need for us to have some kind of
introductory multimedia, ZBD, whatever, that kind of

gives a message of hope for someone who has a mild TBI,
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gives the sequelae, just something they can sit down and
watch, so that they can see that they will recovery,
which we have some models of people who have recovered
and give that hope.

DR. FLYNN: I will be happy to send a pamphlet
for distribution.

MS. CAMPBELL-COTLER: I would love to see that.

Thank you.

DR. FLYNN: I would be open to any constructive
critique that anybody has of them.

I actually have literally gone around at the
end of the day and searched all of our trash cans to see
how many of these pamphlets wind up in File 13.

Interestingly enough, I was happy to say that I
did not find all that many. However, in follow up to
that not to say that I am too pessimistic, there is a big
dumpster right outside of our office. I haven't checked
it out.

[Laughter.]

MR. DODSON: Is your pamphlet on the Madigan
web?

DR. FLYNN: I am not sure if it is there.
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We are working with our folks in automation
management to develop our website for TBI. I am not sure
if the pamphlet is up yet, but I will certainly be happy
to send some to Maraquita or to Meg and get them
distributed.

MS. CAMPBELL-COTLER: Thank you.

MS. SARMIENTO: At CDC, we have a tool kit for
physicians that we originally put out in 2003, but we
just updated. Actually, Jean and I worked on that
together. I don't know if Jean has introduced herself
yet, but she is our lead TBI epidemiologist at CDC.

So that one is also available. We have given
out about 200,000 since 2003, but we definitely agree
that we want to keep pushing that out. So we are trying
to come up with new ways. So any input you have on that
or if you are familiar with the tool kit or not,
definitely feel free to e-mail me or Jean.

If you want copies, I am actually out of stock,
but about to reprint. We are also in the process of
revising our purple book on facts about concussion and
brain injury. So that one was originally done in 1999, I

think.
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I think the second version was done in 1999.
So that one, we just put a draft of that to a few
external people for review, and so we will have that as
well. That one, we have given out I don't even know how
many hundreds of thousands. It is the classic.

We are going to redesign it, just to update
some of the graphics because it is old, but definitely
feel free to use those in your facilities as well.
Again, if there's any sorts of feedback or any sorts of
ideas that you guys have, we are always open. We are
trying hard to get the information out to physician
office, and the tool kid does have a patient fact sheet.

So we are working with a lot of medical
organizations to put that in their newsletters and
publications. We have had some success, but there is
still a big group out there.

MS. MOESSNER: Yeah. Those are great products

We use them all the time.

MS. CAMPBELL-COTLER: Before we take a break,
just would like to take a moment to introduce two new
members of the panel to the panel today.

Jean, you introduced yourself last night, but
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if you would, just let everyone know who you were in case
they were not present.

DR. LANGLOIS: Sure. I am Jean Langlois. I am
an epidemiologist working exclusively in traumatic brain
injury at the Centers for Disease Control and Prevention.

I also have a background in rehabilitation in kids with
traumatic brain injury, and I work closely with Kelly on
the products.

We service the scientists, and Kelly and other
staff as communications specialists to merge the
information from research and translate that into
practice as best we can.

I am also here because I am a member of the TBI
Advisory Subcommittee of the Defense Health Board.

Dr. Kelly, our Chair, was supposed to be here,
but he is in San Antonio at the Defense Center of
Excellence planning meeting. Since I was going to be
here in Washington, I was able to catch the Town Hall
meeting last night and portion of the meeting this
morning, and I will be able to liaise a little bit with
our community to meet again in a couple of months.

MS. CAMPBELL-COTLER: Also with us is Lisa
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Martin.

MS. MARTIN: I think many of you probably know
me. I am a clinical research nurse at Walter Reed and
have been with the DVBIC since '94.

MS. CAMPBELL-COTLER: Extensive experience in
follow-up.

MS. MARTIN: Right. I have been doing since
'94, follow-up with patients in their homes and some
interactions with their families too. I continue to do
that for research protocols currently undergoing at
Walter Reed.

MS. CAMPBELL-COTLER: All right. So let's take
a break, and when we come back, I just want us to come to
some consensus on what we heard last night, what we want
to see added to the modules, and then we will move on.
Thanks.

[Break.]

Refinement of Module Content

MS. CAMPBELL-COTLER: Thank you. There was
just so much discussion going on, we did take a much
longer break than I had planned, but I think the time was

well spent in consultations and sharing of information on
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a one-to-one level.

I just wanted to go back and recap what we
decided from the Town Hall meeting in terms of what we
want to include in the module.

What I took from our discussion is the
employment piece. It has been mentioned we want to maybe
make reference to some new programs that are coming out,
but we have got that both in the caregiver part, as well
as in the sequelae section.

We want to focus on mild TBI a lot more, and we
want to focus on models and success stories, and we want
to focus on systems management.

Was there anything else from the Town Hall
meeting that we really need to be sure we incorporate in
the modules?

[No response.]

MS. CAMPBELL-COTLER: Okay, good. All right.

Next, I want to give a few moments to Captain
Migliore who had a very interesting morning at Walter
Reed and actually had the opportunity to talk with some
family caregivers.

So I think it is very interesting, and we would
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all enjoy hearing what she learned this morning.
Thank you.
Discussion of Walter Reed Caregivers

CAPT MIGLIORE: I actually had a meeting with

Can everybody hear me?

MS. CAMPBELL-COTLER: Yes.

CAPT MIGLIORE: Sylvia Mazetti [ph]l, she is the
case manager over at Walter Reed. She will be assisting
us in recruiting real patient for real patient interviews
and family caregivers for interviews for our program.

I took the Hilton shuttle because I am not
familiar with the area, and it was very eye-opening to me
because just sitting on the shuttle, I got all kinds of
information secondhand, just from listening to the
patients and the family members that accompanied the
patient back to the hospital.

So, on my way, an individual --

MS. CAMPBELL-COTLER: Just to clarify -- I'm
sorry -- was this the Hilton shuttle or the Walter Reed
shuttle?

CAPT MIGLIORE: The Hilton. It was the Hilton
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shuttle to Walter Reed.

MS. CAMPBELL-COTLER: I see. Okay.

CAPT MIGLIORE: On the way, there was a young
man in a wheelchair, and his wife was with him. She
initiated a conversation with me, "I am so tired." So
she starts launching into she doesn't sleep. They have
been here since March. They have three children. She
looked maybe to be mid twenties. Both sets of
grandparents are engaged in caring for the children. The
children are here in the summer, but they are going to go
back.

At length, her focus was on the burden of
caregiving and just being here, and he was still talking
about his weapon and the whole focus on the event and how
he came to arrive at Walter Reed and how his mother was
-- you know, he couldn't have done this without his
mother, which spurned a little agitation with his life.

[Laughter.]

CAPT MIGLIORE: They were joking back and
forth, but just the look of stress and fatigue on this
young woman and still smiling, but on a 10-minute ride.

An individual actually helped him get his
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wheelchair. He was having a hard time navigating a very
sharp turn to get onto the shuttle and back it in and
still have enough space for the door to shut.

So another individual who happened to be the
father of an individual at Walter Reed who had major
facial injuries in a blast, they start a banter back and
forth, just sharing information, and again disruptive
life, not in a negative sense, "I encourage my son," and
he was really telling what it took for him, and "I told
him I am on watch now, you don't have to worry," because
he was saying his son kept waking up, where is my weapon,
where is my weapon. So they were comparing notes, the
individual in the wheelchair and the dad and a little bit
of mentoring happening.

So then on my trip back, some of the same. I
was joking with Meg. If you ever saw that series on a
taxi cab, they say either someone just needs to drive the
shuttle for a month and you will get all the information
you ever wanted. So that was my morning before I got
here.

MS. CAMPBELL-COTLER: Thank you.

What really strikes me is that these family
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caregivers were staying in this hotel. Is that right?

CAPT MIGLIORE: Yes.

MS. CAMPBELL-COTLER: So we had family
caregivers in the building who somehow we didn't really
know were here and couldn't reach out to. Wouldn't it
have been wonderful if we had been able to get them to
our meeting?

MR. DODSON: The hotel provides those rooms
free of charge, and when they come in, they are
transitioning between inpatient and outpatient, when we
are getting them a room at the Malone House or the Fisher
House or Abrams Hall, they can stay here.

Now, the one you saw, talked to this morning,
his wife was Hazel. Right?

MS. CAMPBELL-COTLER: I don't think we should
mention --

MR. DODSON: Well, first name.

But anyway, they are being signed up for our
program.

CAPT MIGLIORE: And there was a gentleman on
the way back, and I am almost thinking it is the same

individual you were telling me you gave your last quick
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book to, a father, bilateral BKA.

MR. DODSON: Yeah.

CAPT MIGLIORE: So he spent a good 20 minutes
while we were waiting for the shuttle to leave talking
about his son and how tough it was in the eight days it
was at Landstuhl and not knowing, just his grief and
loss, but how he is going to be there for his son. It is
probably going to be a two-year, like you were saying,
recovery, et cetera.

MR. DODSON: Your comment about driving the
shuttle bus is well taken.

MS. CAMPBELL-COTLER: How old was his father?

CAPT MIGLIORE: I'm sorry?

MS. CAMPBELL-COTLER: How old was the second
father?

CAPT MIGLIORE: Probably fifties.

MS. CAMPBELL-COTLER: Okay. So we have an
older caregiver issue there as well.

MR. DODSON: That's not old.

[Laughter.]

MR. DODSON: Hey, 50 is not old. No.

MS. CAMPBELL-COTLER: But he is not 30 or 40.
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Sorry.

MS. GOURDIN: I just wanted to ask, was there
any information from the case manager, Sylvia Mazetti,
that was useful or helpful, any information about what is
going on with patients at Walter Reed?

CAPT MIGLIORE: We had a very superficial
discussion focused on the type of patient across the
spectrum of TBI that we would be looking for, different
locations that patients can be recruited, public affairs,
contacting, things of that nature. So we really didn't
get in any depth at this point. This is the first
meeting, the initiation of patient recruitment. So I
don't really have any good information for that.

Refinement of Module Content

MS. CAMPBELL-COTLER: Okay. So we have
addressed the Town Hall meeting, and we are going to do
more to get more family caregiver input.

I think this was the point. Our health
educators are interested in knowing a little bit more
about the expertise around the table in terms of who they
may call upon for what portion of the curriculum writing,

if they want to clarify something, if they are looking
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for resources.

So I wondered if we might be able to just go
around the table and provide that information for them.

Yes.

DR. FLYNN: I have a suggestion, Meg. Why
don't we just identify ourselves by the group we divvied
ourselves up into yesterday?

Like for example, we were in cognitive
behavioral, and the five of us could give you our list of
names. You could just put our names underneath, and you
could refer to any of us or any questions concerning that
module.

MS. CAMPBELL-COTLER: Sure. Okay. Is that
acceptable to everyone? Great. So that is what we will
do. We will divide up the modules, and we will give you
all the contact information from the individuals who were
in those module discussion groups.

MS. MOESSNER: Sounds good.

One more time, I know we have spoken about this
a few times today, with a few side conversations on the
break.

It sounds like a web-based is the primary
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modality, but that people are still interested in
something in print, something. So there has been a lot
of discussion about the quick books, that that seems to
be a format.

Again, those of you who have experienced
handing this out to family caregivers or soldiers, Linda
and I were looking at those as well, and her expertise is
in curriculum development and instructional design and
literacy rates and all of that.

So, as we spoke and I think as people looked at
the quick books, the size, the color, the lamination,
they look durable. They are to the point. They are
bulleted.

Are we thinking, again, going with that sort of
a format, so we can give Linda some direction? If so,
what would be the gaps? Would we develop one or two more
to £ill in the gaps, so mild traumatic brain injury came
up, and then maybe one that is more heavily focused on
needs of the caregiver? Those were two suggestions.

Then again, Linda voiced concerns to me with
her expertise that the reading level is pretty high in

the quick book series. 1If people are feeling that, would
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we then go about trying to re-create a similar sort of
series in some similar packaging format with an
introductory piece or letter, and then that will be
something that will be given out to soldiers or their
families?

So just a little bit more discussion I think to
give her some direction about what to do with the print
side, the companion to mostly web-based material that is
more in depth, flexible, and adjustable.

So, if we could talk about that one more time,
that would be great.

MS. CAMPBELL-COTLER: Carolyn.

MS. ROCCHIO: We would try to focus our print
material on a fifth-garde level to capture as many
people.

MS. MOESSNER: Again, that is not my area of
expertise, but that is gquite above that right now.

MS. ROHRET: Oh, this definitely is. It is
above eighth-grade level.

MS. CAMPBELL-COTLER: Dr. Vogt?

MAJ VOGT: I think probably all of these, it

may be that they all need to be sort of revised, but the
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information too is not quite up to date. That would be
the other thing, to really go through these.

I don't know who the point of contact would be
to look at this whole thing about compensation for
injured service members, who has got the expertise.

MS. CAMPBELL-COTLER: I contacted the publisher
regarding that, and that is who had reviewed it. They
assured me that it had been vetted by the Veterans
Administration, but is it correct?

MAJ VOGT: I don't even know.

MS. CAMPBELL-COTLER: I was wondering where
they got their information from, and they assured me it
has been reviewed by the appropriate administrators.

MS. ROHRET: This says 2008.

MS. CAMPBELL-COTLER: Yes, it is brand new.

MS. ROHRET: That happens. Pharmaceutical
companies will say that.

MS. CAMPBELL-COTLER: Another reason for the
web, this is out of date already, another reason for the
web-based, but if the intro letter said something about
especially the compensation stuff, that that will be

changing, you need to check the web page, at least give
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them something, just a little very brief overview,
information on system issues and say go to the website
for details or go to other places.

What about a trifold document of some kind that
addresses each of the module pieces?

This is a very expensive product and one which
we do not have the copyright on. So we really can't pick
it up and do with it as we wish.

But if we had just a simple sheet of paper we
could hand someone regarding behavioral changes or
whatever we want to talk about, which has the URL to go
to, the site which has more in-depth information, would
that be --

MS. MOESSNER: That is what I am trying to get
a handle on from the group, if we want to print a
companion piece, something basic to give someone what
does that look like.

Again, do you like a couple of little books,
one for each of the subgroup topics, or not? Do you want
one piece of something, what does it look like?

Again, I think it will be hard for Linda to get

started without a little direction on that. I think most
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of her focus will be on more in-depth content for the
web, but she thought she could actually probably work
fairly quickly to get some basic print piece together
alongside working on the web content.

MAJ VOGT: I think loose sheets of paper are
really hard because they tear. You spill coffee, and it
is gone, but if there is something laminated like this --

MS. ROHRET: I mean, this is nice. They pick
it up. They have it. It is tangible, easy to refer to.

MS. MOESSNER: So far, you said people like
this.

MR. DODSON: Yes. You can take this thing and
stick it in your pocket or purse or a shirt pocket.

MS. CAMPBELL-COTLER: Do people seem to
understand the information they are reading?

MR. DODSON: Some of it is a little technical,
and we kind of explain.

I have great problems with the one on
compensation, how does VA compensation affect disability
severance pay, which is one of the questions I get quite
often. I have become somewhat of an expert in it, but I

don't understand what this says here.
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[Laughter.]

MR. DODSON: And I am an expert in this
business. I can't understand what they said. Divided
by, multiplied by, and the number of months. Say what?

MS. CAMPBELL-COTLER: Okay. Yes.

COL MAUFFRAY: As you are moving forward with
it, the cost of providing it is something you clearly
have to consider in long term. You said those were
expensive. Do you know how much each copy costs?

MS. HOLLMAN: $2.36.

MS. SARMIENTO: That is because you are
purchasing it from a company. To print that through the
Government Printing Office, they do that stuff all the
time, and actually much more complicated pieces like
clipboards and different things like that.

I think you could get it much cheaper.

MS. CAMPBELL-COTLER: But we have to design our
own document.

COL MAUFFRAY: Part of the cost of that is the
full color, so it is total realistic color, four-color
print, and then the lamination, that heavy plastic paper

that it is in.
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DR. CHURCH: Have you seen the trifold that has
individual cards that address different topics? The
advantage of that would be if something becomes outdated,
you can remove just that card and change that card, and
you still kind of have the visual effect of something
that hopefully could be small, but you could update the
information and not just have to update the information
on the webpage.

MR. DODSON: Once again, I go with what Dr.
Vogt said. They would lose it.

If you have got something in there on a card,
you should have a reference back to a website where you
can get it, but they lose the card.

COL MAUFFRAY: Two dollars and something cents
a piece, how many do you need?

MR. DODSON: One.

COL MAUFFRAY: Do you need $20,000 to get
10,0007?

MR. DODSON: Walter Reed has a patient
population right now of a little over 700.

COL MAUFFRAY: So you would have enough, and

5,000 would be enough.
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MR. WELSH: Not every one of them is a TBI.

MR. DODSON: No, not everyone is a TBI. No.

MS. CAMPBELL-COTLER: One of the things I am
concerned about is we are mandated to develop a
curriculum. We are not necessarily mandated to develop
brochures. We have to be sure that we meet our mandate,
and the brochures are important in reinforcing what we
have in the curriculum, but maybe a next-level issue. Am
I right about that, or do you feel strongly about it
being done simultaneously?

We have so much on our plate right now with the
web and just getting a curriculum written. I know that
we need the brochures, something tangible to give to
families, but we are going to give them -- they will be
able to print off from the web, and the health provider
will be able to print off from the web, a specific page
of information that is relevant to their needs.

We will do those cards that have the URL. We
will also have the URL perhaps on every page, so people
will always have access to that. That may be as far as
we can go.

MS. MOESSNER: So maybe it is moving back away
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from doing the parallel to sequentially, really start
with the web and then move towards print.

MS. CAMPBELL-COTLER: Focus on the curriculum
and the handouts that will be based from within the
curriculum that can be printed off the web, handed, just
a suggestion.

What do you think about that?

DR. FLYNN: One thing I think that these
booklets can help with is assistance and guidance in
terms of our modules.

The way that I see this, for example, the area
that I was involved in, cognitive behavior, there are
lots of things out there on cognitive behavioral effects
of TBI. It is more of a universal topic.

Whereas, systems management can be very
specific to the soldier and the person trying to navigate
through the military and VA system.

So I think we ought to decide on the areas
where we don't have to reinvent the wheel and maybe
something we can sink our teeth into and say this is
enough information for our caregivers. It is already out

there. We just need to consolidate it, put it in some
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kind of digestible format, versus those areas that really
need more work and that are idiosyncratic to the military
system and the VA system.

I don't know. I guess the modules in terms of
caregiver, cognitive behavior, and systems management,
there is a lot of things that are endemic to behavior and
cognition and general caregiver aspects, like legal,
financial, advanced directives, respite care, that sort
of thing that may be out there already. Maybe we need to
fine-tune that a little bit, but I see the systems
management component of this really requiring the most
concentration.

MS. MOESSNER: Other comments about anything
generally related to the topic or again about print, web?

MS. HOLLMAN: I just had a question. If the
emphasis is going to the web, how do you envision a
little bit of a training process for that?

Because I know when you were talking about a
written format, you just didn't want to walk out to a
caregiver and give them a book. You wanted to instruct
them on that and train that. So, if it is going to be

web-based, how do you go about having a little bit of a
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training period or an introduction to them, so that you
are just literally not handing them a care and saying,
well, there is this curriculum, go to the website?

If you are looking at it at 2 o'clock in the
morning, where is a little bit of guidance, so that they
feel connected to it, that they know that there is
somebody that they can go to if they hav a particular
guestion about it?

MS. STEPHENS: I wanted to make a comment about
the systems versus the TBI piece, and I guess my feeling
is that this group should really -- was the charge to
develop a curriculum surrounding traumatic brain injury
and how would the caregiver take care of their loved one
with TBI? I think that is what the emphasis should be,
and I think we will get totally mired down if we are
trying to tackle systems issues.

There are lots of projects on this at the DoD
level, at the VA level. I think maybe providing linkages
to some relevant websites would be the way to go, but I
would be concerned in getting too entrenched in that
topic for this project.

DR. FLYNN: But that is what our caregivers
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keep asking us, though.

MS. STEPHENS: We haven't heard from the
caregivers. If you are talking about any spouse or
parent of someone that is well beyond TBI, they all want
this kind of information. So I don't know that it is our
role to take that on.

I think we should focus on traumatic brain
injury, but I know it is up to group consensus.

I know there is Linda Davis and her office, and
she is launching a website that is supposed to be
one-stop shopping about all of this information related
to systems issues. I don't really know enough about it
to talk about it.

MS. CAMPBELL-COTLER: Mary?

DR. CAR-BLANCHARD: An idea, since we haven't
physically heard from that many caregivers yet, is to go
back and look at the literature review they did in
January about the research that is out there that has
been on the caregivers' end, their needs.

I recall they needed help with the day-to-day
stuff, like Dr. Flynn just said.

MS. MOESSNER: Behavior management and --
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DR. CAR-BLANCHARD: The system stuff too,
though.

MS. MOESSNER: That's true.

MS. STEPHENS: I am not saying that is not a
need.

You said there was a mandate to do this. Was
that out of NDAA?

MS. CAMPBELL-COTLER: It is a congressional
mandate. It is in the packet.

MS. STEPHENS: Does it say we need to focus on
that, or is it about traumatic brain injury?

CAPT HEPPEL: Well, it says the panel is formed
to develop coordinated, uniform, and consistent training
curricula to be used in training family members in the
provision of care and assistance, to members and former
members of the armed forces.

MAJ VOGT: With traumatic brain injury.

So, if there is somebody else who is working on
that, then we can just as easily say this is the link to
it or something.

MS. CAMPBELL-COTLER: We may not have the

expertise in this room to be able to address that, but it
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needs to be addressed, and it is our responsibility to
find the expertise to make it work.

Let's see.

DR. PRIES: One of the things we might be able
to assist with, with others that are developing that
component, is to ensure that it is health literate.

We have enough expertise around this table that
we could offer them some guidance. It is a terribly
technical topic, and to make it understandable and usable
information for your average caregiver, I think we have
that expertise, where many of the technical offices that
develop that kind of content don't have that sort of
health literacy expertise, but we might be able to
provide them some input.

MAJ VOGT: Or even if we did like a
glossary-type thing, so all these acronyms weren't just
like --

DR. PRIES: That is all part of it. You are
absolutely right.

MS. CAMPBELL-COTLER: Carolyn?

MS. ROCCHIO: Mary, do you remember the woman

that was in the lobby at our January meeting that had
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just come in from Arkansas? She had been told that her
son had sustained a brain injury. She was getting ready
to go over to Walter Reed.

This is the family that needs to know. She has
no information about what she should do as a caregiver to
advocate for him.

If that was available to her from day one, the
whole system would work better. Do you remember her?

She was scared.

DR. CAR-BLANCHARD: Oh, yeah. I was on the
transport shuttle like you were.

MS. ROCCHIO: Yeah. I mean, she was scared to
death. She didn't know what to expect, not only of her
son, but what was going to happen, how he was going to be
taken care of, what kind of provisions were going to be
made.

The enlisted man may know or the person that is
injured may know that when he was going in, in
orientation about what was going to be available, but the
family doesn't know.

I agree with Dr. Flynn that that information

has to be up front. It sure makes down the pike go a lot
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easier.

MS. CAMPBELL-COTLER: Gretchen, I understand

your concern. I know that it is a very difficult issue.
We will try to do -- because it is volatile information,
because it is ever changing, I think we are going to have
to get to the highest levels of the government in terms
of getting the most up to date and want to make it user
friendly, so to make it health literate, to make it at a
sixth grade, eighth grade reading level, and make it
explainable to families, knowing that this stuff is going
to be constantly changing.

Yes.

MS. CHIASSAN: Since this is a curricula and we
are supposed to be training family caregivers, I am
wondering if rather than giving them specific resources,
we would want to focus more on how to ask for help, sort
of how to advocate, how to partner with the health care
team and give them some helpful tools that way.

MS. CAMPBELL-COTLER: Absolutely. Yes.

MS. HOLLMAN: The American Brain Tumor
Association actually has a caregiver manual, and they

actually have a section in there of how you go out doing
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that.

I know Rosemary talked last night at the Town
Hall meeting about having two or three questions when you
go into the medical appointment. They also give a little
bit of information of how to do that, how to really prep
not only yourself, but the person that you are taking to
the doctor about how to do that. They do it in a very
simple format. It is the bullet chart form, again, that
you guys had talked about in January.

MS. CAMPBELL-COTLER: Whatever we have on the
web, we are going to have to have in print because we are
going to have to have facilitators who are going to be
working with focus groups to validate the information.

We may have to refer people to the website also
to kind of see how user friendly or reader friendly it is
from the web, but we are going to have to have a written
curriculum of some kind that will not be printed in huge
guantities, but will be given to key resource people for
implementation and for just letting people know it is
available. People need to see something many times to be
able to --

Mary.
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DR. CAR-BLANCHARD: Going back to the last
meeting again, I just want to throw it out there again of
putting the focus on the family needs to know what to
expect, and I suggested the what to expect while you are
expecting the pregnancy guide, so that they know as they
go along, like ladies in the van, when the first month,
what things should you do.

You should be looking at your financial
affairs. You should be looking at legalities. You
should be learning all the terms. So you should be doing
what else, that type of what to expect and what you
should do and what you should ask, and people say, "Well,
they should ask us," but they don't know the guestion to
ask.

MS. MOESSNER: Exactly right.

DR. CAR-BLANCHARD: So that type of --

MS. MOESSNER: Checklist sort of thing.

DR. CAR-BLANCHARD: Yeah.

MS. CAMPBELL-COTLER: Not a checklist, but I
hear what you are saying.

MS. MOESSNER: We were trying to get at that in

the systems discussion group yesterday, what is it that
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the person, if they aren't given the information, they
need to know to ask for it.

MS. SARMIENTO: For the format question, for
the print, would it be possible to come up with three
different options to focus group tests and have based on
the focus groups decide what we move forward with? That
is usually how we know about things.

Like we will have it in fact sheet form. We
will have it in brochure form. We will have it in quick
book form. They just have it marked up. Then usually
you get feedback on that. That drives what you do, based
on what they want.

MS. CAMPBELL-COTLER: Thank you. Good.

CAPT HEPPEL: Is there anybody here who is
knowledgeable about what Linda Davis and her group are
doing? Because it keeps coming up, and it keeps sounding
as though they are doing what we are trying to do. Does
anybody know more about that?

MS. STEPHENS: I am going to get in touch with
them.

It is interesting with this charge, it really

is very clinical in terms of what this group is to focus
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on. So that is another reason I throw that out there.

It didn't require us to have people that are experts on
military and VA processes, about comp and pen, et cetera.
It really is very much -- but I will check with Linda

Davis.

MS. CAMPBELL-COTLER: Would you send that out
in an e-mail to everyone on the panel when you get that
information?

MS. HRUSKA: I am going to speak for Barbara,
but Barbara Cohoon from our office who is a member of
this panel, we have worked very closely with her office.

They have done focus groups. It is going to be a
web-based tool, but Barbara is very knowledgeable about
the project.

MS. STEPHENS: If you will convey that to her.

Thank you.

MS. HRUSKA: Okay.

MS. CAMPBELL-COTLER: Then it will be
summarized in an e-mail that can be distributed to
everyone on the panel.

MR. WELSH: This is just a suggestion. What if

we take this document, the charter? We take where it
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talks about the scope of the curricula, break it down
into three or four tasks that it specifies, put up four
sheets of paper with each of those tasks, and the experts
in this room could come up with several courses of action
for each one, and then as we close, we can look at those
and say these are the ones we want to pursue and stick
with.

It sounds like we are doing a lot of
brainstorming, and everybody is coming up with fantastic
ways of helping, but we haven't decided on anything. We
have done the mission analysis. Now the commander needs
a course of action. We need to give them something to go
with.

MR. DODSON: Or to put it in simple words, we
know what to do. We haven't approached how to do it.
There is a "what" and a "how to."

MS. CAMPBELL-COTLER: And the how has not
really been specified.

COL MAUFFRAY: The thing you have to realize is
some of the things are not necessarily mutually
exclusive, but they are totally separate projects. It

would be different things, and you want to be clear.
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I was almost wondering if it would be better if
you have enough time to actually put together a very
specific proposal with a detailed outline of here is what
we are proposing, this is a website, here is a detail of
the content of that information, here are the modules,
title, detailed information, what it is, this information
is being proposed to be put in a printed document,
presented in this way, and then have that evaluated and
say this is what the panel wants to endorse or not, kind
of go at it that way.

You are kind of in a circle.

MS. MOESSNER: Right. I wonder if a few of us
could do that in the upcoming week or so, volunteers in a
small group to put an outline together with all of those
facts and details and swing it out to everyone because,
again, I think in a large group, that is hard. It is
probably easier for people to react to something.

MS. CAMPBELL-COTLER: That is certainly my
intention in terms of the summary notes of our
discussion, in terms of laying out the action plan, but
we can certainly accelerate that and get it out really

quickly to everyone.
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COL MAUFFRAY: I think if you are going to have
someone sitting down and writing, it is going to be very,
very useful to them to know this is exactly what I am
writing versus conceptual ideas about what might -- then
what you end up with is wasted time. When you have a
good detailed outline to work from and you know what the
topic is going to be, then you can actually have a useful
time writing. So I think you really need that.

MS. MOESSNER: I am happy to work with your
staff. I feel fairly comfortable in the effects and that
whole category, even on caregiver needs to some extent.

I obviously cannot be an expert on systems or specific
needs of this particular population.

COL MAUFFRAY: I think in the short term, what
you can do is you can differentiate between the concept
and the outline. Once you have the concept and the
outline, we are willing to talk about this, then you get
into the content side of it, and the content time was
spent very effectively versus if you are debating the
outline and writing the content simultaneously trying to
figure stuff out.

MS. CAMPBELL-COTLER: Well, I thought that we
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really addressed that in our small group discussions
yesterday afternoon.

COL MAUFFRAY: Those were fairly extensive
lists.

MS. CAMPBELL-COTLER: They were.

COL MAUFFRAY: So I think you really want to
take that information and pilot it. There is probably
overlap in those areas, but really pull it together and
make sure that you group it. Then you have this is the
outline.

MS. CAMPBELL-COTLER: I would like to turn that
back to the groups that worked on those topic areas.

We have our notes. We also will have a
transcript of the meetings. We will get that back out to
you who worked on those particular issues to refine the
list, to group as you want, to kind of really come to
some consensus about this is what we are going to cover.

Is that fair? Is that a good process?

CAPT HEPPEL: I kind of liked your idea of
maybe pulling together the small group, so maybe a
representative from each one of the module groups --

because it is so hard when you have so many.
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So, if you could get it down to three people --

MS. MOESSNER: Right. With a writer.

CAPT HEPPEL: Right. Then maybe distil. That
is a huge job, but I think we could do it.

MS. MOESSNER: Sure.

MS. CAMPBELL-COTLER: All right.

MS. MOESSNER: I am happy to start out having a
go at the effects group. So, if we can get a volunteer
from one of each of the other two groups.

MS. CAMPBELL-COTLER: Caregiver needs and
systems.

MS. COLLINS: I volunteer for systems.

MS. CAMPBELL-COTLER: Systems? Great. Thank
you.

Caregiver?

MS. ROCCHIO: We need to get one of the
military caregivers.

MS. MOESSNER: Maybe someone that wasn't at the
meeting.

MS. ROCCHIO: Yeah. Either Shannon or Barbara
Cohoon because of their experience.

MS. CAMPBELL-COTLER: All right.
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MS. MOESSNER: Just give them the notes of the
meeting.

MS. CAMPBELL-COTLER: It would be nice if we
had someone who was at the meeting, though, who would
work with them, so that they can interpret what the
meeting of some of this language was.

Is there anyone who participated in that group
who would be willing?

MS. HRUSKA: I will. I will pass it along.

MS. CAMPBELL-COTLER: Oh, wonderful. Okay.
Excellent.

Shall we try to get this put together in a week
or 10 days?

DR. CAR-BLANCHARD: I will talk with you. I
would like to talk with you on that.

MS. CAMPBELL-COTLER: Okay.

Have we covered this topic sufficiently? Is
there anything more anyone would like to say about it? I
know we could go on and on.

Review of the Core Topics
MS. CAMPBELL-COTLER: The last item to

discuss is the review of the core topics.
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Yesterday, we didn't address some of the things
that we felt were universal, some things that DVBIC could
take care of that were more boilerplate, but I just
wanted to spend a few moments talking, so we have some
sense of the group in terms of what should be part of the
core information, separate from the three modules that we
discussed.

Just to start off, we talked about the anatomy
of the brain, the brain functions and what parts of the
brain are affected, that control various functions.

The course of recovery.

MS. MOESSNER: I always like to talk about when
we do public speaking or putting together materials -- I
am never sure what to call it, but sort of the myths
surrounding traumatic brain injury.

So that kind of gets at the inconsistency
piece. A lot of families expects when someone wakes up,
it is just this smooth course of going in an upward
fashion, when it really is a bumpy road, so those
concepts.

You can get at the mild and severe issues in

that area, mild injury. Severity does not always equate
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to mild residuals, vice versa. You can tackle some of
those sorts of issues.

MS. CAMPBELL-COTLER: I think the message of
hope should be part of the core information.

MS. MOESSNER: Yeah. Just those positive
expectations for recovery.

Mary?

DR. CAR-BLANCHARD: I know it is important to
-- I am hearing a lot, well, there is a list here, there
is a list, a glossary there, we can just use it, but I
caution you about that because what would be helpful to a
caregiver from my experience is to say -- to give an
example of what this looks like.

Perseveration, well, what the person might do
is this, this or this. To give them an example, that is
also a way to break it down to a lower reading level as
well, but I think if you are going to have information
here, we just paste it in, I am concerned about doing a
disservice. They need more than that.

When you had the big list yesterday of the

terms, I think that is a great list, but then we need to

put it into caregivers
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MS. CAMPBELL-COTLER: Right. Absolutely.

MS. MOESSNER: I think yesterday we kind of
just worked on the categories, at least in our group. Of
course, there is a whole host of strategies,
interventions, that go along with this, and we just
ignored them because that is all published and out there.

I think we thought the same thing. It needs to be
practical, bullets, language that makes some sense.

DR. CAR-BLANCHARD: An example of what it is,
rather than just a definition.

MS. MOESSNER: Yes. Right. I agree.

DR. CAR-BLANCHARD: And that is not out there.

MS. CAMPBELL-COTLER: That would not be in the
core section, as it would be in the effects section that
you are describing because that is where that came up.
We are talking about some general information that we
want everybody to know about before they go into a
particular module.

MS. MOESSNER: I think theories of recovery,
how does the brain bounce back, what are the current
working theories, and sort of the timeline of recovery.

Just a little on that I think helps families comprehend
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what is going on, this isn't like a broken bone, this is
a different situation.

Causes, diffuse injury versus focal injury,
those concepts. People wonder about, well, if I hit the
front of my head, why do I have bleeding in the back of
my had, that sort of thing, pretty basic, but a couple of
words about that is helpful.

MS. CAMPBELL-COTLER: Okay.

MS. MOESSNER: I think a lot of it, you already
have.

MS. CAMPBELL-COTLER: Clearly, the legislation
talked about taking from various existing resources.

Anything else?

MS. MOESSNER: I don't know where you get in
the roles of like what is a neuropsychologist, what is a
social worker. No one ever knows what an OT is. What is
an OT?

MS. ROCCHIO: A glossary.

MS. MOESSNER: Something about the roles.

There is definitions, but just like who does what on this
team, and I assume there are some unique military, VA

positions, roles. I think that is helpful for people We
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even have little diagrams of who does what and who should
you go to, just some of those sorts of things.

DR. PRIES: It is not only who does what, but
how will they help us.

MS. MOESSNER: Yeah, exactly. Right. Who do I
go to when I need this?

DR. PRIES: Right.

MS. CAMPBELL-COTLER: And we talked about that
in the systems piece a little bit.

MS. MOESSNER: Yeah.

MS. HRUSKA: You might want to look at some
existing -- and I can't put my hands on who publishes it,
but a colleague of ours has just been diagnosed with
breast cancer. So she is being treated in an MTF.

She was given this fabulous booklet that said
basically what to expect, and it stepped her through the
process. Okay, you have received the diagnosis. Now --
and then it had these are the different people, different
oncologists you are going to interact with, a little
definition of what they are and what piece they take into
account. It was all done --

MS. CAMPBELL-COTLER: It does help.
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MS. HRUSKA: -- within like four pages. It was
very precise, very simple, and she loves it.

MS. CAMPBELL-COTLER: Yeah. Where can we see
a copy of that?

MS. HRUSKA: I will send the information to
Maraquita.

MS. MOESSNER: Okay. That would be very
helpful.

On the acute side, do families want to know
about Glasgow Coma Scores and Rancho scales and stages of
recovery?

Even on the civilian side, we don't use the GCS
at all anymore because everyone is intubated, sedated.

It is inaccurate. It doesn't reduce much of anything in
the work that we are doing. So I don't spend hardly any
time on that.

Families will sometimes stumble on that as they
are looking around, what is the GCS and what was the
score and does that mean they are going to take up in two
weeks or four weeks. That is just tough stuff.

Maybe a little bit about what is a CT scan,

what is an MRI scan.
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MR. WELSH: There is nothing that tells them
about TBI testing, nothing that addresses that. The only
time you see it is if you find a copy of the summary.

MS. MOESSNER: Okay.

DR. BENEDICT: Can I just say that our families
do use the Rancho scale.

MS. MOESSNER: Okay. Does the VA and some of
the hospitals use the Rancho scale?

DR. BENEDICT: Yeah. The team uses it a lot.
We use it in our IBT meetings. We use it.

MS. MOESSNER: So it helps direct care?

DR. BENEDICT: Yeah. And it helps give them an
idea of where they are in the stages.

MS. MOESSNER: Okay.

MS. GOURDIN: I think it is used in the
military as well. I know at Walter Reed, they used it
guite a bit.

MS. MOESSNER: Okay. So maybe what is that.

COL MAUFFRAY: In our outline, that is covered
in some small summation. So it is presented there as a
way to give them background information if they hear

these terms being used. It is there, what it is, how it
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was used. So it is very easy to include information.

MS. MOESSNER: I guess the other thing that
families have the most questions about are agitation,
confusion, that particular special stage of recovery.
Are they going to stay like this forever? Are they
always going to be throwing and swearing and confused and
not know where they are and what has happened?

Again, I think more than almost anything I do,
it is reassuring families that it is a stage, people get
through it, on the other side is good stuff. I would
rather have them throwing and yelling than sleeping, you
know, but that seems to be one of those pieces of
information they will tell me.

I had two male clinical neurologists, well
trained, very smart individuals who had a daughter with a
traumatic brain injury. She was confused and agitated,
and I was the first person who said, "Oh, yeah, good,
that is fine. That is great. We love agitation around
here. Likely, she will be through that in a handful of
days or a couple of weeks."

They still tell me in the hall, that was the

most important thing anyone ever told them. It was kind

OLENDER REPORTING, INC.
1522 K Street, N.W., Suite 720, Washington, D.C. 20005
Washington: (202) 898-1108 / Baltimore: (410) 752-3376
Toll Free: (888) 445-3376



136

of normalizing some of those stages and that there is
positives to being agitated and confused. Most people
get through that.

MS. CAMPBELL-COTLER: That is good to know.

I think everyone is ready for a break. I think
people are ready for lunch. So why don't we do that. We
will reconvene and talk about our next meeting. I think
that is about it.

MS. MOESSNER: Should we just do that?

Dates for Next Meeting

MS. CAMPBELL-COTLER: All right. Let's talk
about the next meeting real quick.

MS. HOLLMAN: We had three dates in November
because with the timeline, I don't think you are going to
look at a meeting in October. Those dates were originally
the 29th and 30th and the 30th and the 31st. I think
that might be a little tight with the new date with the
final curriculum coming in.

The dates in November were the 6th and 7th, the
12th and 13th, or the 13th and 14th.

DR. FLYNN: Can somebody say when there is a

Veterans holiday in there somewhere?
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MS. HOLLMAN: The 11th.

DR. FLYNN: That is the 11th?

MS. HOLLMAN: Yes.

MR. DODSON: It is called Veterans Day.

MS. MOESSNER: What days of the week?

MS. HOLLMAN: Thursday and Friday.

We wanted to avoid Election Day.

MS. MOESSNER: Are any of those problem dates
for anyone that they know about right now?

DR. FLYNN: I have already got a commitment on
the 6th and 7th.

MS. MOESSNER: Okay. How about that next week?

Is that a problem for anyone that they know about right
now?

MS. ROHRET: The 12th and 13th?

MS. MOESSNER: Yeah.

DR. PRIES: That means those of us who are
traveling would have to travel on the holiday to get here
on the 12th, but that's okay.

MS. CAMPBELL-COTLER: How about the 13th and
14th?

MR. DODSON: That would be good.
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MS. CAMPBELL-COTLER: So Thursday, Friday?

MR. DODSON: That would be good.

MS. CAMPBELL-COTLER: Who would not be able to
attend on the 13th and 14th?

CAPT HEPPEL: I have surgery in early November,
and the date hasn't been set. So I really don't know.

MS. MOESSNER: I personally feel like the
schedule should be worked around the family caregivers
that are a part of the panel. So, if they can't make it,
I feel like we should try to find another date. I feel
like that was a big impact that they weren't here this
time.

MS. CAMPBELL-COTLER: Okay.

MS. MOESSNER: I think if you could check with
them right away too and make sure that they are able to
be here.

MS. CAMPBELL-COTLER: So it looks like we will
shoot for the 13th and 14th of November then for our
third panel meeting, unless it turns out not to be good
for the family caregivers, and then we will have to go
back to the drawing board.

We could look at the week of the 17th of
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November. Thanksgiving is late this year. So we have an
extra week to play with if we needed to.

I hope you feel this meeting was productive. I
know that the proof will be in the summary notes and in
the materials that we send back out to you from all the
discussion that has taken place, but we have gotten
through a lot of material.

We have defined the family caregiver We have
defined the target populations for the evaluation. We
have pretty much set our course on web-based material,
with some written curricula that will be distributed to
the appropriate people, and we will have to talk about
that maybe at our panel meeting to determine who should
get the print copy and who get referred to the web.

What else have we decided? We decided on our
next meeting. We have identified a lot of content in the
three modules and a lot of content areas that we need to
cover, but we also know we have to refine that a little
bit further before our writers can begin writing.

We have come to see very interesting multimedia
approaches to delivering information, and we will see how

we can integrate that together. I think it is very
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compelling. It is a wonderful way to learn, and that is
the way all of our young people want to learn these days.
So we have to go with where our customer is at.

I have gotten a lot of good consultation from
Kelly on some of the intricacies of the printing system
and drawing upon some of the experience that CDC has had
with piloting materials, with various formats. As this
goes on, we will draw upon your expertise.

Anything else?

MS. MOESSNER: Will you work on a distribution
list? 1Is there one that is already made and developed?

MS. HOLLMAN: I can update it.

MS. MOESSNER: Okay.

MS. CAMPBELL-COTLER: You mean for the panel?

MS. MOESSNER: Yeah.

MS. CAMPBELL-COTLER: Oh, of course. Yeah.

We want to have a group distribution list for
everyone, and then we will work on having a web-based
approach to editing materials, and if need be, we will
put together some web-based seminars or opportunities for
us to discuss as a group materials or issues as they

arise.
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It was a pleasure to work with you, and I am
looking forward to continued collaboration. I hope that
you found the meeting successful, and please be in touch
with me directly if you have any feedback you would like
to share regarding how the meeting proceeded or
information that you feel that we did not cover that
needs to be addressed.

Yes.

MS. STEPHENS: I know I was the anti-systems
person, but I did want to say that I do think we should
include information about TBI-specific systems, such as
talking about the VA's system of care, talking about
resources in the community.

I guess my thing was I feel like we shouldn't
go into the med board process or some of those very
over-arching kind of things, comp and pen, but I do think
we need to talk about things system-wise that are very
specific to TBI.

MS. CAMPBELL-COTLER: Great. Okay. Thank you.

I think my sense from the panel is that we need
to do both. We will see how the chips fall on that.

MS. STEPHENS: You have to find an expert who
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can write that all up.

MS. CAMPBELL-COTLER: Exactly. Exactly.

So thank you all very much. I hope you will
stay for lunch and socialize.

Oh, excuse me.

DR. FLYNN: I was just going to ask if you have
a good phone number to reach you at.

MS. CAMPBELL-COTLER: Yes. Actually, I have
plenty of cards with me, and I can pass them out.

It has been a pleasure working with you. I have
really enjoyed the last two days. I look forward to
working with you further over the next year. We are
adjourned.

[Meeting adjourned at 11:51 a.m.]
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