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Moderator:
It is a great pleasure to present Dr. James F. Malec who is a Professor and Research Director in the Department of Physical Medicine and Rehabilitation at Indiana School of Medicine and the Rehabilitation Hospital of Indiana. He is boarded both in clinical neuropsychology and rehabilitation psychology through the American Board of Professional Psychology. 

Active in research for over 35 years, he has received a number of honors, including the Research Award of the North American Brain Injury Society; and other prestigious awards for Distinguished Initiatives in brain injury research and rehabilitation. He has over 150 peer review publications. But this morning, he will be speaking about something quite unique to the VA. That is the impact of TBI on the caregivers of our Veterans. Jim?

James Malec:
Thank you very much for that very nice introduction, Ralph. Before I begin, I would just like to recognize and thank Courtney Van Houtven, who provided some of the slides and most of my knowledge about the economic impact of TBI of caregivers. Terri Tanielian, from the RAND Corporation, who also contributed some slides and results on the recent study by the RAND Corporation that is very informative; and that we will review today.

Moderator:
We are going to go ahead.

James Malec:
Okay.

Moderator:
Go ahead.

James Malec:
To begin, looking at the psychosocial impacts TBI in caregivers; this is a relatively old literature for_____ [00:02:03].

Moderator:
I am sorry, Jim.

James Malec:
Yes?

Moderator:
My apologies for interrupting. I actually have the poll question launched right now to find out who is in our audience.

Unidentified Male:
Okay.

Moderator:
We will get right back on.

James Malec:
Okay. Should I pause for a minute, or?

Moderator:
Yeah, just a second. For our audience members, we just want to get an idea of who is joining us today.

James Malec:
Great.

Moderator:
Please click right there on your screen. Yes. We will find out who is with us. Are you a student, trainee, or fellow, a clinician, researcher, administrator, manager, or policy maker, or other? Just go ahead and click that circle right there on your screen that corresponds to your response. It looks like we have got a nice responsive audience today. We have had almost 80 percent reply. Thank you for that. Then I will go ahead and close out the poll, and share those results. 

Seven percent of our audience joining us is student, trainee, or a fellow. Half of our audience are clinicians; 20 percent researchers, 9 percent administrator, manager, or policymaker; and 13 percent replied other. If you did reply other, please note that we will have a more extensive list of job titles at the end of the presentation in our feedback survey that you can_____ [00:03:13] out there. Okay, Jim, we are back up in your slides now, thank you.

James Malec:
Okay. Well, thanks for the information. It looks like we have a fair number of clinicians in the audience. I hope this information will be of some use to you all. Again, to begin with some of the psychosocial impacts of TBI on caregivers of people with TBI; and this is relatively well-established literature that is being researched for the last 20 years. It documented fairly consistently that people who take care of people with brain injury and experience some significant stress themselves. There is a higher proportion of psychological distress meaning psychological disorders among caregivers as well as not infrequent family disruption due to the stress of caregiving. 

These studies have also shown that Veteran adjustment among caregivers is associated with more active coping strategies. As we will see a little later in the lecture, those are training and reinforcing of active coping strategies are really the basis of current thinking about the best intervention; and as well perceived social support. Again, that will be pertinent to looking at intervention with caregivers. On the other hand, avoiding coping strategies. You have things like denial although, of course, as the psychologists in the audience know, sometimes a little bit of denial can be quite adaptive. 

But persistent denial can be problematic as well as escape mechanisms like substance abuse or other activities that really create more problems than they solve – are associated with continuing maladjustment both for individuals and families after the stress of caregiving. Now, actually some years ago now, Angelle Sander did a study that involved_____ [00:05:33] group at Mayo Clinic and another center looking at the distress that families were experiencing as they entered inpatient rehabilitation after one of their members sustained TBI. This was kind of an eye opener at least for me. 

I think for many of us. Because we had always assumed that the stress and distress that families were experiencing after someone in the family sustained a TBI were due primarily to the stress of the injury. In fact, we found out that a quarter to a third of these families were in some level of distress even before the injury. Again, that was I think important information just to recognize that in some cases, we are not just dealing with stress on the injury; but with potentially more pervasive family problems; and in some cases, quite severe family problems. 

In that study, one of the instruments we used was the family assessment device, the general function index, which is a relatively brief index, about 11 items where people just describe how their family is doing. Yes, I have come to think of that as a pretty good screening measure for families. Now, it is important to keep in mind. It is a screening measure. It is not going to give you a diagnosis. But I think it does kind of identify those families that are under a little stress versus those that are involved in more potentially severe family problems or pervasive family problems. 

I always – I am kind of putting the clinical hat on. I think that the job of the person who initially meets with the family is kind of determined. Or triage the family into one of three categories. Is this a family that is experiencing normal stress and distress after a life threatening event and a very disruptive event like a brain injury? Or, is this a family that has some more pervasive problems that are longstanding? 

They need to be addressed. Or, in some cases, is this a very pathological family? Examples are very enmeshed and psychologically disturbed families. Or, families in which there is kind of a great deal of substance and codependency; which actually – they need to consider it is somehow helping the person with brain injury remove themselves from the family. I guess the opposite is true, too. Sometimes the family needs more protection, if the brain injury has created a great deal of aggressiveness or at least some aggressiveness on the part of the patient. 

Having said all of that, the majority of families or at least in my experience; and I think the literature backs this up. Really, it will benefit from a coping skills or prevention approach that we will talk about in a little more detail later. They do not need an intensive family intervention. But on the other hand, I think it is probably important to keep in mind that you will identify a minority of families who may_____ [00:09:09] something a little more intense than our standard education and support that we offer families and caregivers after an injury of this type.

I would like to move now kind of on this same theme of psychosocial issues for caregivers after a brain injury to this recent study by the RAND Corporation, which was an extremely well done study. For those of you who are interested, the report is available online. It describes in some detail, the sampling strategy. But, I think they did a very nice job of actually getting a representative sample of military caregivers as well as civilian caregivers; and a comparison group of non-caregivers from_____ [00:10:08] throughout the United States. 

The major findings were – and again, this was a little surprising to me that almost ten percent of U.S. adults are in a caregiving role to some degree. There are 5.5 million military and Veteran caregivers; and 20 percent of those are supporting a post 9-1-1 Veteran. Almost half of that 5.5 million – or excuse me. Let me just say, 2.5 million civilian caregivers are supporting a person with a brain injury. It is quite a large number of individuals coping, and families coping with brain injury in the United States. 

You are looking a little more specifically at caregivers. What we find is that the vast majority, about 75 percent are some family member. Most are female. Most are usually living with the care recipient. About two-thirds have some kind of a network to assist them in caregiving, which is probably a very important support mechanism for anybody in the caregiving role. At this point, almost two-thirds have been doing this for a while, at least for three years. Of the large caregiving group, about 28 percent are supporting a Veteran with a brain injury. 

What type of activities are caregivers involved in? Well, somewhere between a third and a half are involved in helping with some very basic self-cares like bathing, feeding, and toileting, just the very basic ADLs. When we look at higher level independent activities of daily living; and negotiating transportation, and managing finances, and things like that, you find a much larger percentage are involved; actually about 80 percent overall for all of these activities. Then somewhat unique to TBI, a large majority, 80 to 90 percent are involved with kind of higher level cognitive assist like helping them remember and helping fill out paperwork, and helping them cope with stress. Now this is helping the person with brain injury cope with stress.

What impact did the RAND Corporation find this have on caregivers? Well, let us take a look at that. Actually, they found – again, this is consistent with other literature. Almost 40 percent of TBI caregivers probably meet the criteria for major depressive disorder. Now again, this was not a diagnostic study. We do not know if they went through a psychiatric eval; if they would qualify for major depression. But the data available suggests that they were severely depressed. That compares with all civilian caregivers at a somewhat lower level of overall depression. But both of those categories are significantly higher than the general population, which is about ten percent. 

Other stresses that caregivers experience have a range. You can read through this slide. Basic inconveniences and changes, just feeling overwhelmed, and feeling confined. The kind of things that – or situations that may not qualify for a psychological or a psychiatric diagnosis. But are just kind of the hassles of daily living; and create a good deal of stress and strain on the caregiver that persists. As you look at the numbers, I am talking about somewhere between 40 and 60 percent are experiencing or more of these kind of stresses. This is I think very consistent with historic literature. It is suggesting that caregiving comes with a burden. Although I am sure most caregivers would say they do it willingly and with a good heart and good intention. It does also come with a price and a burden. 

I am going to shift now and talk a little more about the economic impacts. Again, I will credit Courtney Van Houtven for providing this information. I think she has really done some of the best and perhaps only work in this arena. When she looked a group of caregivers who provided for Veterans with polytrauma, what she found was about two-thirds indicated that they had accumulated assets and accumulated debt. Or, excuse me – depleted assets and accumulated debt as a result of their caregiving efforts. Forty percent had needed to leave the workforce in order to provide caregiving. When she looked at for the group of Veterans who needed the most intensive help, it was very high odds that the person, the caregiver would have to leave the workforce; and a fairly significant find, economic find in terms of providing that caregiver. Or, if providing support for the person with brain injury. 

Her group also looked a little more qualitatively at information provided by the caregivers. They conducted 50 in depth interviews with caregivers and found, the same themes I think that are indicated by the quantitative data. Most indicated that there was a problem with employment. They may have had to reduce their time at work or quit their jobs. There were significant costs in providing care that resulted in the depletion of their assets. Then there were also some unique things about caring for a person with brain injury. 

The quote at the bottom kind of typifies the sort of economic strain is in a sense is kind of difficult to categorize. Basically, in this case it was a wife who indicated that her husband wanted to buy everything. Because not just brain injury. He kind of lost some impulse control and some capacity to understand and plan for the future. He really did not understand about paying bills anymore. He just kind of impulsively bought things. They had to take steps to curtail his access to finances in order to prevent_____ [00:18:06] from completely depleting their funds.

I am going to turn now to talk. Hopefully that kind of set the stage for some of the burdens and stresses that caregivers have to deal with in helping a person with brain injury that they are looking after. The question again I think for clinicians is what can you do to help? The literature here is perhaps not as strong as you like in terms of offering rock solid evidence to support interventions. But on the other hand, it is as much to be learned. 

Much of it is kind of common sense. Based on what we know about the burdens and stresses that caregivers have to live with. Early on, there were a number of uncontrolled studies that kind of did the sorts of things that I think most of us would think to do based on what we know about the stresses for caregivers. It provides some education about brain injury and about the resources available of people with brain injuries in the community. Then it offers some cognitive behavioral therapy kinds of interventions to improve active coping skills as necessary to reduce those more avoiding coping skills. Help people learn to deal with stress; and help them develop a set of goals and objectives to manage the burden of caregiving more effectively. 

Those studies all showed a positive benefit. However, in those cases, there was not really a control group to document that the effect was indeed due to the intervention. I think in a more recent finds, we see the developer of a couple, more specific interventions to improve coping skills. In some ways, I think these interventions might be considered preventative particularly in the studies that I will talk about that Sam Backhaus did. She made a point of intervening with families and caregivers early on after they were dismissed from inpatient rehabilitation in order to help them develop the skills and anticipate some of the stresses that they will encounter down the road; and hopefully prevent in some of the psychological distress and potentially depression or anxiety that may develop if people do not have that kind of preparation. 

Looking at Dr. Backhaus's studies a little more specifically, she developed this brain injury coping skills group. There is a treatment manual available in order to replicate this intervention. Something that she added that was a little different than the earlier studies was that she excluded both individuals with brain injury as well as a family member. Some of the early studies had just focused on family members, in fact most of them did. Similar to the earlier studies, she provided education, a kind of behavioral therapy approach to coping skills, training, as well as support. 

There were about 16 sessions in her treatment. As I mentioned, there is a manual available. Her initial randomized control trial compared the BICS, Brain Injury Coping Skills group intervention to a waitlist control. It showed a positive effect on self-efficacy for the BICS group. However, in a subsequent trial, she used a more tightly or a more rigorous control; a self-directed support group. In that case, it showed benefit for both interventions. There really was not a difference between the professionally BICS group and the self-directed group, which had many of the same features as the BICS group. 

I guess it is important to keep in mind that in both studies, these were not participants at least in general, who were in a significant level of psychological distress. Very few if any meet criteria for depressive or anxiety diagnoses. They were under stress, but not pathological at this point. In none of our studies did she really show an impact on measures of emotional distress. I think for that reason, there was not really that much room for improvement. I think one thing that Sam did that really was informative was she failed to find a difference between the act – between the professionally and self-directed groups. She spent some time trying to figure out what is it? What were the active ingredients that both groups shared? 

These were the things that she came up with. In both groups, there was a very supportive environment. Even in the self-directed group, there was a professional person or a research person who kind of kept the tone of the meeting on a supportive level. It kind of reduced conflict. Qualitatively most of the participants felt like one of the most beneficial things was being able to sit with other people who are in the same circumstances as they were; and talk with them, and get support from each other. Another thing she pointed out was that both of these groups met fairly frequently. Unlike your typical community support group that meets once a month, these groups met at least once a week. 

That was probably important. An increased frequency may be a critical element here. Then, they had an organized structure. You have both of them had some goals and objectives. It seemed reasonable to think that was an important feature. Again, in contrast to many community support groups where the agenda may be fairly open and variable from session to session. I guess one of the reasons I think all of this is important is it kind of begs the question of how much professional involvement you need in these kind of intervention. Probably some, but they may be able to be delivered at a relatively low cost if professionals can kind of be in the wings. 

A consumer or a consumer advocate can really be the primary leader or organizer of the group; again, with some back up and direction at a professional level. I guess we do not know that for sure. But I think it is very worth thinking about as we try to think about the most economically viable ways to deliver these kind of services. Now, Jeff Kreutzer's group offered and developed a very similar intervention to the BICS with similar components. Like the BICS, it included both individuals with brain injury and their family members. 

The intervention was somewhat shorter; but in fact, quite a bit shorter. It consisted of five two-hour sessions as opposed to the 16 in the BICS group. Just kind of an interesting thing about this. They conducted this for almost a decade in order to get their fairly large sample which consisted of 108 people in the Brain Injury Family Intervention group; and half of that number, well, less than half of that number in the waitlist control group. Their primary dependent measure was the family needs questionnaire. I wonder whether this was not…? 

One of the conversations we have in rehabilitation, and intervention, and research design in general is kind of the tension between what we call proximal and distal measures of outcome. Everybody is interested in interventions that improve community integration. That is a fairly difficult or a fairly distant to the target of many of our interventions. I think this increasing concern among researchers that we need to identify measures that really target the same area that our intervention is targeting as opposed to these somewhat more interesting perhaps but distant measures of outcome. 

I worry, in this study that maybe the family needs questionnaire, which is a measure of how well people are getting their needs measured. It may be a little distal to the primary intervention. Nonetheless, this group did show that the intervention group of the brain injury functioning, our family intervention group; they improved on four of the six family needs questionnaire subscales. However, when compared to the control group, there was only one scale that improved significantly. In many ways, it was kind of a negative study. There was again, a positive change in the BIFI group; and no change in the control group. Or, when you compared the two as we are compelled to do in this kind of research only one subscale showed a significant change. 

Now, we can get back to some of that in a bit. But another thing that has occurred in the more recent research interventions is the development of a more focused and specialized interventions. Let me share some of that information with you. Again, Dr. Sam Backhaus kind of extended her BICS group to be more specific to couples who are managing brain injury. She recruited a group of couples in which one member had a brain injury. For this intervention, she included not only_____ [00:29:52] methods; but also some methods borrowed from Dialectical Behavior Therapy. 

These were mainly the methods that those of you who are not familiar with that approach. It was developed primarily to address issues of individuals with borderline personality disorder; which she borrowed for the…. What she borrowed were the interventions to deal with more aggressive and impulsive behavior, which are not infrequent among individuals with significant brain injury. She also borrowed some techniques from relationship counseling developed by_____ [00:30:36] Gottman. She found in her initial study that this intervention did not improve satisfaction in the quality of the relationship among the couples that she treated.  

More relevant perhaps to the Veteran population is the multi-family group. This program was rolled out in three phases. One simply had to do with getting people into the program. That is the phase that they call joining in the finding that included people getting to know each other and defining treatment goals. Then the Veterans and their families attended two three-hour education workshops about TBI. Then subsequently, attended a problem solving of multi-family group twice a month for six months; a fairly extensive intervention. This was not a control trial. But it documented that predisposed, we saw a decrease in Veteran anger, an increase in their social support, and an increase in occupational activity. 

Caregivers also said they felt a decreased burden and increased environment as a result of engagement in these sessions. This group also looked qualitatively at their results. The things that they found in their qualitative analysis was that the groups benefited. Or, the people in the groups benefited from exploring common struggles and reducing isolation. They felt that they had benefited from building their coping skills and from improving their communication and understanding; and making the connection between brain injury and post-traumatic stress disorder. 

A little tangentially, we did a recent pharmacologic study here in which we showed a fairly dramatic effect in the control group, in the placebo control group, which we attributed to just giving people information. It was a study directed at reducing anger among individuals with brain injury. We found that even though many of these people were fairly long post-injury that the patients and caregivers in many cases had really not made the connection that the increase in their anger might be connected to the brain injury. Just making that connection, it seemed to take off a lot of stress; and in a sense create both a motivation to try to control it a little more in a person with brain injury as well as a little more forgiveness on the person without the brain injury. 

Maybe once they had made connection and could attribute it to an objective event as opposed to a person just being ornery or whatever. Making those kind of connections again, I think we too often assume that people understand all of that. They may not. They may need a little help. That in itself may be of great benefit. At least that is what we heard from the qualitative analysis in this study. Then I guess some of these things may echo some of the qualitative findings from the other studies. That is just that opportunity to be together with the people who are going through the same thing. You are not feeling so alone. 

It made a difference to this group. Another interesting and kind of promising intervention that has really not been explored as extensively as it could be interventions delivered over the web or through other telecommunications. Some of the studies in this category have shown at least preliminary evidence are delivering interventions similar to the other studies that we have seen throughout education and support, and improved coping skills. What they have found is that these interventions do result in an increased sense of well-being; and perhaps even an increase in support and advocacy skills. 

People felt like they had benefited over the long-term. In some of these – at least in one of these studies both adults and children were included; again, which makes it all a little different to interpret in terms of this application to the Veteran population. But since – I mean, as you all know – some, and many of the Veterans are outside of large metropolitan areas; and may best be reached through some other mechanisms besides actually having to come into the center. 

I think these kind of telehealth interventions are worth further explanation; and maybe in fact very helpful as we learn more about them. It looks like from the initial response there were just a few researchers in the group. Let me at least very briefly talk about some of the research gaps and considerations which I think will be of most interest to the researchers that are in the audience. One limitation we have with many of the studies are that they are cross-sectional in nature. I think this applies both to studies of psychosocial as well as economic impacts. 

What we would really like to know is what is the course of these stresses and strains over a significant period of time. Much of the caregiver research in the past has been based on the elderly population. As we begin to study caregivers or people with brain injury, and caregivers of Veterans in particular, we are talking about a much younger population who may require some level of care for 40 or 50 years as opposed to kind of 20 years in the elderly population. 

Again, I think it is very important for us to begin to understand. What kind of impact is that going to have on a family's development and on the children in the family, on their development, and on their economic well-being? As well as the economic well-being of the children; for instance, will a child in a family with a person with TBI have the resources in order to go to college and improve their economic situation? Or, will they kind of be locked into a lower level paying job because of limited access to more training or higher education?  

A lot of questions; but I am thinking of the kind of questions that really require longitudinal studies following people for a number of years in order to understand how these stresses and strains may wax and wane; and add various components of the caregiving network. Many are still, the old studies are basically on convenient samples. I think that is what makes the RAND study so significant is that it really does make an effort to get a representative sample. Most rely on the self-repot as opposed to objective findings. 

As I mentioned before, one thing we are particularly interested in and need to have a different sort of research in order to address is this dynamic long-term development of the caregiving situation over time. We also need to understand better the efficacy and effectiveness of various programs and interventions including things like telehealth as well as these more specialized interventions for couples. Really in those specific studies intervening with the children in caregiving families; and the impact on them and potentially interventions for them. Then very few studies that are specifically oriented towards military and Veteran families, which as you all know, it has some very unique features and a very unique culture. 

Much to be learned; on the other hand, I –_____ [00:40:07] – and I know some would disagree with me. But I do not feel like we have to wait for the ultimate randomized control trial in order to deliver some needed services to caregivers. Studies that have been done and have been very promising. I think the interventions make a lot of sense. They are based on current knowledge of the stresses that caregivers endure. We can intervene. We can intervene successfully. 

I guess – and again, these are personal opinions. But the question for me is how can we do this as efficiently and as cheaply as possible in order to make it readily available to as many people as possible? Again, I think we have some information that maybe we do not need a Ph.D. psychologist or an M.D. psychiatrist running these groups. Those might be delivered by a well-trained consumer –_____ [00:41:08] consumer advocate. They have done so quite effectively. Again, a question that I think a question that needs to be kept in mind and answered in the future. 

Potential priorities for future research, the things that occurred to me. We probably need a more systematic way to evaluate families after brain injury to triage families into those who are going to do well with a liability of intervention versus those who may need a little more; and versus those who really need a lot of help and need it fast. In my experience, the families that have been doing pretty well prior to the injury actually pulled together a little more after the injury. The best way to help them is kind of reinforce their typical coping skills which are usually quite effective. As opposed to families that may have been in some level of – some moderate level of distress or disruption where they may need a little more intensive intervention or maybe some training that they have never had in basic coping skills. 

As I mentioned before, finding the active ingredients in these approaches and answering the question. How much professional involvement do we actually need to deliver these interventions effectively? This again gets a little researchey. But I will say for the_____ [00:42:44]. The problems we have with this intervention research are ubiquitous to rehabilitation and intervention research generally. We are struggling to find precision measurement tools to measure the outcomes that are the immediate target of the intervention; and specifying the dose of the intervention that you saw, the BICS group. It ran for 16 sessions. The BIFI group ran for five. What is the magic number? How many sessions do you need in order to be effective? 

I do not know. But specifying the dose is very important. But not an easy thing to do. Then in general, it is difficult to recruit people for these studies. Because it is a commitment. I mean, if you are going to participate in the study of the BICS group, for instance, you are committing to 16 weeks. That is a lot of time for a lot of people especially with busy schedules and all of the other responsibilities of caregiving. The getting people to participate in these studies can be quite challenging. Probably we need to think outside of the box on designing these intervention studies; and really going beyond their randomized control trial to look at really a fairly broad range of designs in order to access efficacy. 

Fortunately for you all, time _____ [00:44:18] – for me to get up on a soapbox about rehabilitation and research design. But let me just put that on the radar as something that we need to consider. I am going to move past this slide. Because I can see we are approaching the quarter hour here. There are a number of references that I have cited in the handout that you can access. 

This is a picture of where I live and work. It also includes my e-mail in case any of you would like to write to me or do not get a question answered after the webinar. The garden at the bottom is outside the back of the rehab center where I have my office. What you see in the upper right-hand corner is the front of the rehab center. The building that looks somewhat like the Starship Enterprise is our Neuroscience Center down on the Indiana University Medical School campus. With that, I will be quiet for a bit, and listen to your questions, and see if I can offer any other information.

Moderator:
Well, thank you very much. For our attendees who would like to submit a question or a comment, please use the question section down at the bottom of the GoToWebinar control panel. Just click the plus sign next to the word questions. That will expand the dialogue box. You can then submit your question or a comment. We will get to them in the order that they are received. 

We do have a few pending questions here. We will get right to it. Well, actually the first one is a comment. We just wanted to point out that Winter and Moriarty conducted an NIH–funded RCT evaluating the impact of an innovative in-home intervention, the Veterans' in-home program known as VIP for Veterans with TBI in their families. Family members in VIP showed significantly lower depressive symptom scores and lower burden compared to the controls. This was published in Physical Medicine and Rehabilitation. 

James Malec:
Well, thank you. That sounds very interesting. I was not obviously aware of that article. But, if you would not mind sending me the complete reference? I would love to review it and study it more carefully. 

Moderator:
Great, thank you – the next question. There is a group treatment for social skills after TBI that involves family members. The GIST, G-I-S-T Group Interactive Structured Treatment that has an evidence base in Veterans developed by Newman and Hawley at Craig Hospital in Colorado. Although it is focused on the person with TBI, it does involve the family. If relationship problems are a common issue following TBI, might such focused rehabilitation on relational skills be of benefit to families?

James Malec:
I would think so. Actually, I am familiar with the GIST program. I did not include it because as you point out, it is more focused on the person with TBI. In fact, we recently participated here in a multi-center study of the GIST intervention. It is a very well developed intervention. It is fairly specific to communication, both pragmatic communication skills in particular. I think it is an element. I am not quite sure in my own mind where it would fit into an intervention of the families. 

I think in some cases particularly when you are working with couples, it might be a variant – an important component of the family intervention; or an adjunct to other family interventions. Again, as the person with the question or the comment pointed out, I think it is worth considering and a good thing to keep in mind. Again perhaps most frequently, it is an adjunct to stress. In some cases, as the primary intervention in cases where communication was the major issue.

Moderator:
Thank you. Do you know of any plans by the RAND Corporation to do a follow-up study on the one you mentioned?

James Malec:
I believe they are. Again, I am not sure of the details. But I know Terri has talked about future research. I think his_____ [00:49:03] is getting some support for the Elizabeth Dole Foundation to conduct such a study. The Dole Foundation is particularly focused on supporting military and Veteran caregivers. That has supported both research and I think eventually some interventions for that group. But I wish I could give you more detail. But I guess all I can say is stay tuned. I think there are some things in the work.

Moderator:
It sounds good. We will keep our eyes peeled. The next question…. What are examples of good psychosocial measures that are sensitive to pre and post intervention challenges in mild TBI patients?

James Malec:
Yeah. I am kind of hesitating here. Because I think that is a very good and very important question. I think as you are designing intervention and want to test it, that really is a question that each research study needs to ask for it of itself. It is like what is the primary target of this intervention? Often that is not so easy to come up with. When we write grants of all sorts around here, coming up with those specific aims, often turns out to be much more challenging than we had suspected. 

We kind of have a vague idea that we want to do something to make things better. But when you get right down to it, okay. Now, what is it that we expect for instance from the BICS or the BIFI group to really impact? I think just to give an example. I think in the BICS group, Dr. Backhaus, he did and kind of hit the nail on the head in looking at a self-efficacy measure. Among everything else that she was looking at, what she mostly wanted to improve with this group was the participants' sense that they had more control over their situation and over their future. That self-efficacy measure that she developed I think captured that. 

The downside of the measure that she developed was that it was developed for this study. It really has not been tested psychometrically very thoroughly. It is a little weak in that area. I think another issue – and again, I am kind of skirting the question. I realize that. But I guess perhaps pointing out some of the challenges that we face in doing so. Many of the measures that are available like the FAD. I mean like the measure of the – many of the psychological measures are more oriented towards a fairly high level of psychological stress. 

What we are really interested in is preventing that distress. Another thing, I think, to think about in measurement is what are the immediate effects? What are the long-term effects? It may make sense in this kind of research to look at a measure like self-efficacy that is fairly proximal to the – or a proximal target to the immediate intervention. Then also, try to follow-up, three to six months and see how much psychological distress did you prevent? In other words, do you see the control group tends to decline into greater levels of distress? Whereas the intervention group is able to sustain a more adaptable level of functioning. 

Moderator:
Thank you for that reply.

James Malec:
Heidi, no, I am sorry. I will just stop there. I was going to try to speculate some more. But, I am not sure that would be helpful at this point.

Moderator:
No problem. The next question, the following on the issues of finding the optimum number of sessions for an intervention. How does one balance rigor or thoroughness of an intervention with the time and other burdens interventions impose on TBI patients and their families?

James Malec:
Another very good question, which I am not sure I have the answer to. Because that is really is what we are looking for. What is kind of the minimum number of sessions that you can offer in order to be effective? I guess, in terms of future research and clinical care; I wonder about some combination of kind of in-person and telephonic interventions or telecommunication interventions. Could you have some initial sessions with the group; and then set up some kind of a web link with these folks so that they continue to interact with each other? 

I am what, 66 years old now. I do not really understand Facebook or any of this stuff. But apparently, a lot of people are very engaged in those kind of things. Could not you have something like a Facebook page or a family group? Again, to kind of mitigate the burden; I guess those are all questions. Like I said, I do not know that I have the answer to all of them. But I think we probably and thinking outside of the box. We would try and be creative to strike that balance. It is something we definitely need to do. 

Moderator:
Excellent, thank you very much. That is the final pending question at this time. While we wait for any last minute ones, are there any concluding comments you would like to make?

James Malec:
No. I think all of the questions have been very good. I wish I had answers to them all. But in some ways I think that kind of captures where we are at. There is both in terms of our understanding of the psychosocial and economic impacts as well as our understanding of interventions. 

We have some information. We have some promising procedures. But, it is certainly nothing that is rock solid. On the other hand, I would hope that people do not take that as a deterrent to trying to intervene and try and help these folks. 

I do not think…. I guess we have always been willing in medicine and psychology to do what we can to help people on the best evidence available as opposed to waiting for the ultimate answer in order to intervene. I think we need to do our best, and of course, try to do no harm. But, do our best to help these folks because it is very obvious that they are in distress and have a great deal of burden to deal with. 

Moderator:
Well, thank you so very much for coming on and lending your expertise to the field especially about such an important topic. Of course, thanks to Ralph DePalma for helping to organize our monthly sessions as part of this MTBI, series. Thank you finally to our audience members for joining us today. We do appreciate your participation. I am going to close out the meeting in just a moment. 

Please wait for just a second while the feedback survey populates on your screen. It is just a few questions. But we do look very closely at your responses. It helps us to improve presentations we have already given as well as ideas for future sessions to facilitate. Once again, thank you very much Jim. Everybody have a great rest of the day.

[END OF TAPE] 
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