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Molly: So with that, we are at the top of the hour and I would like to introduce our speakers. Joining us today we have Dr. Megan Shepherd-Banigan. She’s a research health scientist for Health Services Research and Development in the Durham VA Medical Center. Joining her is Dr. John Williams. He’s the director of the Durham VA Evidence-Based Synthesis Program Center and professor of medicine and psychiatry at Duke University School of Medicine. Also joining us is Dr. Mira Brancu. She is the deputy director for the VA Mid-Atlantic Mental Illness Research Education and Clinical Center, known as MIREC, and an associate professor of psychiatry and behavioral sciences, also at Duke University. And joining us today as a discussant, we’d like to welcome Meg Kabat. She is the National Directory of the Caregiver Support Program for the Department of Veterans Affairs. And with that, Dr. Shepherd-Banigan, are you ready to share your screen?

Dr. Megan Shephard-Banigan: Yes. 

Molly: Excellent. You have that popup now. Alright. 

Dr. Megan Shephard-Banigan: Great. Thank you. Good afternoon, everyone. This is Megan Shepherd-Banigan. I’m here with Dr. Williams and Dr. Brancu to discuss the effects and findings from a recent Evidence-Based Synthesis Program Systematic Review to examine interventions that support caregivers of patients with trauma-related conditions.

We’d like to thank our larger research team and collaborators, our excellent tech reviewers, and our sponsors who are all named on this slide. We have no disclosures. The findings and conclusions are our own and do not represent the official views of the Department of Veterans Affairs.

And just a quick blurb about the ESP Program. It’s sponsored by the VA Office of Research and Development and the Quality Enhancement Research Initiative. It was established to provide timely and accurate synthesis and reviews of healthcare topics identified to be important to the health and health care Veterans. There is a broad topic nomination process that’s facilitated by the ESP coordinating center in Portland through an online process, so if folks have topics that they’re interested in having being considered, those can be submitted to the Portland ESP center. 

All right, now to begin with our presentation. In the U.S. there are 39.8 million family members and caregivers who care for loved ones with severe physical, mental, and/or cognitive impairment. Further, there are 1.1 million family members caring for Veterans with trauma-related impairments.

Caregiving can last for decades and can have negative implications for the caregiver’s physical and mental health, employment, and financial security. A family caregiver can be defined as any relative, partner, friend, or neighbor who has a significant personal relationship with and provides a broad range of assistance for an older person or an adult with a chronic or disabling condition. We acknowledge that in cases where family caregiving occurs for patients with mental illness or trauma-related conditions such as TBI and PTSD, family members may not identify as a caregiver. However, for the purposes of this talk and in the report, we do use the term family caregiver to refer to an individual who provides assistance to an adult with a chronic or disabling condition including trauma-related conditions. 

So across VA there are efforts to involve family members who care for and support Veterans in their health care. For example, VA policy mandates that marital and family counseling be offered. There are also family involved interventions that are being tested and disseminated including the national dissemination of evidence-based practices for family-involved mental health therapies. SAFE, REACH, NAMI Homefront, etc., and others are examples of specific interventions that have been developed for Veterans or by VA researchers. I would like to note that this is not a comprehensive list. It’s just an example. Finally, there’s also the caregiver support program that runs the Program for Comprehensive Assistance of Family Caregivers, or known as, we’ll be referring to it as PCAFC. I’ll discuss a little bit more about PCAFC, but before that we’ve got our first audience poll question. 

Molly: Thank you. For our attendees, as you can see up on your screen now, we do have the first poll question. So we would like you to respond to this please. You can just click right there next to the circle your response. The Program for Comprehensive Assistance of Family Caregivers targets family caregivers of VA users with qualifying service-related injury, VA users with qualifying medical injuries, post-9/11 VA users with qualifying service-related injury, post-9/11 VA users with qualifying medical injury. Megan, I’m going to ask you a quick question. Should I have set this up for them to select more than one?

Dr. Megan Shephard-Banigan: No.  [Unintelligible 5:10] 

Molly: Okay, perfect. So it looks like the responses are streaming in. We’ve got about half of our attendees have responded so we’re going to give people a few more seconds. All right, looks like we’ve got about 70% response rate and the answers are slowing down, so I’m going to go ahead and close this poll and share the results. As you can see, 20% of our respondents selected VA users with qualifying service-related injury, 17% selected VA users with qualifying medical condition, 51% post-9/11 VA users with qualifying service-related injury, and 12% selected post-9/11 VA users with qualifying medical condition. So thank you to those respondents and I will give you back control now.

Dr. Megan Shephard-Banigan: Thanks, Molly. All right, so the answers [inaudible 6:09]. So about 50% of our respondents got the right answer, and I’ll go into this a little bit more. So VA offers one of the most comprehensive family support programs in the U.S. through both the general caregiver program and the PCAFC. For more information about these programs and the application process for PCAFC, you can visit the website on the bottom of the screen.

PCAFC is a clinical program that’s implemented nationally. It provides support for family caregivers of post-9/11 Veterans who require more than six months of care because of an inability to perform one or more activities of daily living and/or requires supervision or protection because of residual effects of injuries that occurred during military service. Through the program, caregivers receive a menu of services including a monthly stipend, travel expenses to accompany the Veteran to VA appointments. The caregiver also receives health insurance, access to mental health services, and respite care. 

As of October of this year, the program has served over 33,000 caregivers and the program has spent over $1 billion.

So within the VA, there’s clearly a growing momentum for family centered care, yet the effectiveness of family involved interventions and policies for patients of traumatic illness is unclear. Existing systematic reviews have been conducted mostly on recipients with cognitive or memory disorders and chronic medical illnesses such as cancer. These reviews show promise for reducing caregiver burden and distress and improving care recipient function. However, ours is the first review to examine family interventions for patients with polytrauma and TBI. Further, it builds on existing evidence from a past VA review for family interventions for individuals with mental illness including PTSD. And we’ve built on this review by including more recent studies and also non-randomized studies.

This report was commissioned by the Caregivers Support Program and the Office of Mental Health and Suicide Prevention to fill a gap in evidence about the impact of interventions that support caregivers or families of patients with disabling conditions that are common among Veterans. 

So this evidence synthesis has two goals. The first and probably one that we were able to address the best was to describe the volume of published literature; secondly, started to examine the effects of family caregiving support programs for patients with traumatic brain injury, post-traumatic stress disorder and poly-trauma. 

So this now takes us to our second audience poll question.

Molly: Thank you. So for our attendees as you can see up on your screen, we do have the second poll question. So we would like to know for an intervention focused on supporting a family member of patients with PTSD, would you expect to see an improvement in psychological symptoms for the patient, psychological symptoms/burden for the caregiver, or both. Go ahead and take a few seconds to think about this and respond. Looks like answers are coming in much faster than the last one. We’ve already had two-thirds of our attendees vote and responses are still coming in, so I’m going to give people a little bit more time. Okay. I’m going to close this out. Looks like 7% of our respondents said psychological symptoms for the patient, 10% psychological symptoms/burden for the caregiver, and 83% selected both. So thank you to those respondents, and I’ll turn it over one more time. 

Dr. Megan Shephard-Banigan: Thank you so much, Molly. All right, there actually isn’t, obviously this is just your perspective so all answers are right. That being said, I’m going to give you a little sneak peak into our findings. And we actually found that in the case of PTSD, interventions had the clearest effect on patient PTSD symptoms and less clear effect on caregiver symptoms. All right, so now I’m going to pass it over to Dr. John Williams who is going to go through the methods and describe the volume of the published literature. 

Dr. John Williams: Thanks, Megan. So this is John Williams, and I’m going to give you an overview of our systematic review methods. And to start, I’ll just say that we use standard systematic review methods so that if you are accustomed to reviews from the Cochrane group or similar groups, you will be familiar with what I’m about to say.

So the first thing we needed to do was to identify the relevant literature. We went about this in a couple of ways. One was to do electronic searches aided by a expert search librarian of three computerized databases. We supplemented that by looking at other existing reviews, contacting experts in the field, and looking at the bibliographies of the studies identified. The next thing we needed to do was to have a set of pre-specified eligibility criteria to be able to identify the studies. And those were described in a protocol that was published in the database PROSPERO, which is a database of systematic reviews. Two reviewers then examined every type of patient that we considered and applied the eligibility criteria. When two reviewers disagreed and couldn’t reach a consensus about whether a study was eligible, a third reviewer was brought in to break the tie. 

Once the studies were identified, we then abstracted the data into standard data abstraction forms. We rated the quality of the studies using Cochrane Risk of Bias methodology, and then we synthesized the data. In some instances, we were able to do this quantitatively through meta-analysis and would compute summary effect estimates. So for example, studies of psychological outcomes often look at different measures for the same construct such as depressive symptomatology. They might use the PHQ-9 in one study and the CESD in another study. So we used a measure of those effects called the standardized mean difference, which simply means we standardize the result to a common metric across the different studies. We conducted sensitivity analyses looking at things like excluding studies that were high risk of bias and seeing if we had stable estimates of effect. Finally, we rated the strength of evidence for each outcome across all of the studies using the GRADE approach. And that considers things like what was the basic study design? Was it a randomized trial or not? What was the consistency of the finding across studies? And how precise was the estimate of effect? 

So our eligibility criteria are shown in a bit more detail on this slide. So for the intervention target, we required that the intervention be designed to support caregivers of patients or adult patients with traumatic brain injury, PTSD, or polytrauma and that those caregivers have a pre-existing relationship with the patient, so a close friend, a parent, or a sibling. The studies could compare the intervention to either an active intervention, so like a comparative effectiveness study or an inactive control. Interventions had to be delivered to patients residing in community settings or in their home. The designs included were based on, again, Cochrane guidance. We included randomized trials, non-randomized trials, control before and after studies, and interrupted time series. We’ve limited the studies to those that were published in English and that were published in 1995 forward. 

This slide shows the intervention components that we considered eligible for this review. So as long as a study included one or more of these interventions, it was considered an eligible intervention. So it included things like training or support for caregivers in the home, skills training, for example, to manage patient behavior or to improve communication between the caregiver and the patient. It included illness education or information about healthcare systems or community resources, so guiding caregivers about the resources available. We included interventions that tested therapy such as dyadic therapies, marital or family therapies. Interventions could include day-to-day practical support such as in-home respite care. And finally we looked for interventions that supported caregivers and patients’ financially. 

The outcomes of interest are captured in this slide and were categorized into three groups: Those relevant to the care recipient, that is, the patient with PTSD, TBI, or polytrauma; the caregiver for that adult patient; and household outcomes. The outcomes that are shown in bold are the ones that we found most commonly in the published literature. So for the care recipients, we more commonly found information about functional status, the quality of life. We found information about disease specific and psychological symptoms. For the caregivers, the most frequently reported outcomes were those that had to do with caregiver burden and psychological symptoms. And for household outcomes, we found information in some instances about family function, but unfortunately, never about economic status. 

So let’s go to the description of the studies that we found. We started with 2,912 unique citations. And after our review process, we identified 19 eligible papers representing 13 unique studies. So some studies had more than one publication. Of those 13 studies, 10 were randomized trials, and three were non-randomized designs. Most of the studies were conducted in the U.S., only three being conducted outside of the U.S. In addition to these studies in the published literature, we looked for studies that had been completed or were ongoing by searching ClinicalTrials.gov. From that search, we found records for 14 relevant ongoing studies. Those studies were testing interventions similar to those that we’re going to describe to you in the 13 published trials, and we found no evidence of publication bias. So we didn’t find studies that had been completed, say, two or three or four or five years ago but had never shown up in the published literature.

You should note that we found as many ongoing studies as we did published studies, so there’s a somewhat robust pipeline of studies that will be entering, we hope, the published literature in the near future. 

Some important findings in our description of the volume of the literature. Number one, we did not find any studies that enrolled patients or caregivers or caregivers of patients with polytrauma, so no studies at all. Second, we found nine studies that were conducted in patients assessed to have traumatic brain injury and one of those nine were in Veteran patients. The other four studies were in patients assed to have PTSD. And three of the four, so 75%, were conducted in Veteran patients. Some other gaps in the literature. We did not find any studies that evaluated the effects of financial assistance to caregivers and the patients that they’re supporting. We did not find good information on adverse effects, and we found no studies reporting, as I said earlier, the outcomes on household economic status. 

So what did we find for the 13 studies? Nine were in TBI, shown in this middle column, and four for PTSD. So just looking down these columns, for the nine TBI studies two-thirds of them were randomized trials. They were all conducted in the past two decades. They enrolled a little over a thousand patients and over 600 caregivers. The mean age of the patients was about 39 and the mean age of the caregivers was about a decade older. For the PTSD studies, all four of them were randomized. They again were conducted in the past couple of decades. And not only is it a smaller number of studies but a smaller number of patients, 324, and caregivers. The mean age was similar to those of the TBI studies. But interestingly, the caregivers here are younger, in fact, a little younger than the patient.

In terms of the types of outcomes that were reported in these 13 studies, three of them reported outcomes for the caregivers alone. Four of them reported outcomes only about the care recipient, and six of them reported outcomes about both, something relevant to both the patient and the caregiver and in some cases these family functioning types of outcomes. All right, I’ll hand the presentation back over.

Dr. Megan Shephard-Banigan: Thanks, John. This is Megan again. And I’m going to go through the results from the TBI studies. First I’m going to describe the results from the meta-analyses for the care recipient and caregiver outcomes followed by the strength of evidence. Then I’ll discuss the qualitative findings. I’d like to direct your attention to this chart which demonstrates the number of studies that reported on each outcome of interest. First, we can see that for patient functional status was the most frequently reported outcome. And here in the light purple, those are psychological outcomes, and this was the most frequently reported outcome for caregivers. Now we’re showing this chart now because it has implications for which outcomes we were able to perform a quantitative meta-analysis on. 

You may recall that we identified nine studies for TBI patients that met our eligibility criteria. All studies contained 100% of patients assessed for TBI via self-reported head trauma, the Glasgow Coma Scale, the VA criterion for TBI. We were able to perform a meta-analysis for the care recipient on functional status and psychological symptoms, but there were not enough high-quality studies to do a meta-analysis for TBI symptoms or quality of life. We were also able to perform a meta-analysis for caregiver psychological symptoms, but again, there were not enough high-quality studies to do a meta-analysis for caregiver quality of life or burden. 

So the functional outcomes, and that’s the first three bullets here, were assessed using, in three randomize control trials. I’ll begin by describing those studies and the outcomes measures used. The first study was conducted by Bell et al and was a low risk of bias study that used a family involved motivational interviewing problem solving approach. The second study was done by [unintelligible 22:58] and colleagues. It was a high risk of bias study that used family group elements education approach. The third study was conducted by Winter and colleagues. It was an unclear risk of bias study conducted among a Veteran population that tested the Veteran In-Home Program. Each study used a different measure of functional status including the FF-36, the functional independence measure, and the patient competency rating scale. On the next few slides, I’ll go through the results for the meta-analysis for the care-recipient outcomes. Just to remind you while we’re looking, this is the standardized mean difference and the associated 95% confidence interval. As John described earlier, the SMD is an effect size estimate and is quantitatively used to compare effects across different continuous measures of the same construct. 

So you can see that across the three functional status meta-analyses, the estimate is not statistically significant. However, the direction of the effect favors the intervention. For example, the intervention had a positive effect on functional status and lowered psychological symptoms. In addition, the wide 95% confidence interval did not exclude a moderate effect. So John, I wonder if you could just comment on how we might interpret the SMD in this, some of the SMDs that we’re seeing even though they’re not statistically significant.

Dr. John Williams: Sure. So there’s some general approaches to interpreting standardized mean differences, and what they really represent is how much of a standard deviation there is between the intervention and the control group. So when we see standardized mean differences in the range of point eight to one, most folks will consider that to be a quite large effect. When the standardized mean difference is around point four or point five, that’s considered a moderate effect, and in the range of point two or point three, that would be considered a small intervention effect. So if you look across these, they range on the functional status from close to zero up to about point three, so they’d be considered small beneficial effects; in this case not statistically significant. And for the psychological symptoms, the psychological symptoms were reduced, again, by a small degree. 

Dr. Megan Shephard-Banigan: Great. Thanks. So also for each meta-analysis, the analysis produces a statistic to indicate the amount of heterogeneity that is present in the analysis. Heterogeneity is driven by various study-level differences including the measures used, the study design, and the patient population. Across the functional status meta-analyses, overall functional status had a moderate heterogeneity, physical functional status had low heterogeneity, and emotional functional status had high heterogeneity. And we believe that a lot of this was driven by the fact that different measures were used. And particularly for the emotional functional status, the constructs of those measures are looking at are actually slightly different, so we have a fairly high heterogeneity in that meta-analysis. 

The psychological symptom meta-analysis also contained three randomized control trials, two from the previous including Bell and [unintelligible 26:13], and then also Powell et al, which was a low risk of bias study that tested a family illness education and skill training intervention. Psychological symptoms were assessed with a brief symptom inventory in two studies, and the [unintelligible 26:29] in one study and heterogeneity was low, but again, we’re seeing essentially small beneficial intervention assessed but it’s not statistically significant. 

So this table shows the strength of evidence for each of the analyses for care recipient outcomes. Strength of evidence was raised on the basis of study design, risk of bias, inconsistency, indirectness, and imprecision. The first column shows the outcome measure. The second shows the number of studies and the patients in parenthesis. The third shows the findings that we just described. It’s these standardized mean differences with the 95% confidence interval. And then the fourth column shows the strength of evidence. All of these meta-analyses were rated as low to very low strength of evidence. These particular ratings were driven primarily by imprecise estimates or the fact that the size of the confidence intervals of the effect sizes were pretty wide across the studies. Also because they included one high risk of bias study, a moderate risk of bias also drove the low SOE rating. Low strength of evidence indicates limited confidence and the effect estimate with very low strength of evidence suggests very little confidence. 

Now I’ll describe the findings from the caregiver psychological symptoms meta-analysis. This is a forest plot that shows the three studies that were included in the meta-analysis right here, the mean effect for the intervention group, the mean effect for the control group. We calculated the standardized mean difference for each of the studies. And then down here is the combined standardized mean difference across all studies. Studies were weighted based on the number of subjects that they included. One study used a brief symptom inventory and two used the CESD to assess psychological symptoms. And we see that across these three studies, the intervention decreased caregiver psychological symptoms, and this finding is statistically significant. However, I do need to mention that there was fourth study that assessed caregiver psychological outcomes and this was the [unintelligible 28:48] et al study. However this was omitted because it was a high risk of bias study, yet we did include it in the meta-analysis just to see what we would find. And while the effects size was similar, this is no longer a significant finding. So this means that these meta-analysis findings are less robust and they're sensitive to the studies that were included.

We did include the [unintelligible 29:15] and colleagues study for the patient functional and psychological outcomes simply because without including that we wouldn’t have been able to do any meta-analysis at all. But that is partially why there was a low strength of evidence for those meta-analyses. 

So here we see the strength of evidence for caregiver outcomes, and we find that across both caregiver psychological outcomes and caregiver burden, strength of evidence is also low. This rating is again driven by imprecise estimates and moderate risk of bias studies. While we did not do a meta-analysis for caregiver burden because there were not three randomized controlled trials that assessed caregiver burden, we were able to assess strength of evidence. Of the three studies that assessed caregiver burden, two used the Zarit Burden scale and one used the modified caregiver appraisal burden subscale. Among these three studies, the intervention related effect. Sizes were similar. However, the effect size was not significant in two out of three studies. 

So for outcomes for which we were unable to conduct a meta-analysis, we examined studies qualitatively and gave more weight to studies of higher quality. We found that caregiver interventions have a potential benefit for TBI-related symptoms that was assessed in three studies. The symptoms assessed included communication skills, TBI dysexecutive and memory problems, and patient-identified target symptoms. One study also indicated a potential benefit for patient quality of life as a result of the caregiver intervention. 

We also observed a small potential beneficial effect for caregiver burden. But as I mentioned on the previous slide, only one out the three studies found a statistically significant effect. Last, we observed no intervention effects on caregiver quality of life or family function, and there was no data about adverse events or household economic status outcomes. All right, now I’m going to hand it over to Dr. Mira Brancu, who is going to discuss the findings from the PTSD portion. 

Dr. Mira Branku: Thank you. Hopefully everyone can hear me. Let me know if you can’t. So let me just start by saying first that PTSD treatment does not specifically focus on improving caregiver outcomes. So if it does improve caregiver outcomes, that’s an added and sometimes unexpected bonus. And targeting caregivers directly is still a gap in PTSD care. So we’re coming at it from that perspective. And the intervention types that we looked at in these four studies were focused on including skills training and education as part of the treatment for the patient with PTSD and then also testing some therapies out that included couples therapy. In addition to these four, there was a companion article by Schneider et al in 2014 that followed up on the Monson et al article from JAMA. So these are the studies that met our eligibility criteria, and as mentioned before, three out of the four studies were completed by our VA colleagues. 

Let me also note that evaluating the impact on the family member or caregiver for PTSD treatment is rare. These researchers have paved the way for making this a priority, and doing this research is not easy. So while you’ll hear about how only one of these had moderate strength of evidence and many had higher than desirable potential risk of bias from a meta-analysis perspective, this is not to reduce how important these seminal papers are for the field in guiding next steps and future design.

So here you’ll see meta-analysis was not possible. We did only have four studies. The outcomes captured, as you would expect, is focused on care recipient, PTSD symptoms, and their psychological symptoms. But we did find some that did look at caregiver psychological symptoms and family relationships and one that also looked at mental health visits, which was interesting. 

So what we found, and this is just from a purely qualitative look at these, was that couples based interventions, so these included structured approach therapy, SAT, and cognitive behavioral couples therapy for PTSD, CBCT, showed consistent patterns in improving PTSD symptoms at the end of treatment as assessed by clinician interview and patient-reported symptoms for the care recipient. That’s a good thing. That is what you would hope for a treatment focused on treating PTSD. The other psychological symptoms that also improved included anxiety and depressive symptoms, which are again, also expected because those often come along with PTSD. And what was nice to see was the patients reported an improvement in interpersonal relationships in one of the studies as well.

For one study, the one focused on, there was one study that looked at a multiple family group intervention for Bosnian refugees with PTSD. They found that it increased the number of mental health visits by the patient when including their family member. So that was a good outcome as well. When it came to caregiver outcomes, for the studies on couples-based treatment that also reported caregiver outcomes, there weren’t really any clear effects. For example, with the structured approach therapy, there weren’t any significant differences in the depressive and anxiety symptoms for caregivers. Interestingly, though, for CBCT there weren’t any significant differences between treatment and wait list when comparing the whole group, but when they looked at the sub-group analyses, the partners who started out at significant levels of clinical distress at pre-treatment actually showed reliable and clinical significant improvements in their psychological function at post treatment. So there might be some promise there for those who come in experiencing significant clinical distress. And certainly I think it’s worth pursuing and looking into that further. 

In another study, again, it's looking at CBCT, they also evaluated caregiver reported interpersonal relationships, didn’t find improvement in that, as reported by the caregivers. And then the other household outcomes like economic factors, other adverse factors, were not evaluated. 

So as you can see here, the findings for improvement in PTSD symptoms for patients are what you would hope and expect, that treatments that address PTSD and involve family members lead to improvement in those symptoms. And that was especially found in the couples-based therapy for PTSD symptoms and that’s why it was given a moderate strength of evidence. All the others were rated low or very low. The improvement in interpersonal relationships wasn’t so clear due to some methodological differences and consistencies across studies, making it really hard to draw final conclusions. But it is promising and worth doing some more study in this area. There is still a gap in looking in this area.

Dr. Megan Shephard-Banigan: Great. Thank you. All right, so as we’ve reported, the existing literature is small. The most commonly used intervention component was illness education. Intervention goals varied from reducing the caregiver burden to increasing family knowledge of healthcare resources. And so there’s actually quite a lot of variability in intervention goals and how interventions were carried out. We observed a mixed pattern of intervention effects on caregiver and patient outcomes. That being said, the direction of effects still favored the intervention and was fairly consistent across studies. Strength of evidence was generally low except for couples-based therapy for PTSD symptoms. 

There were several studies that included Veterans samples. Most of the PTSD studies were conducted by VA researchers and involved Veterans. However, only one TBI study included a Veteran population, and this was conducted by Winter et al. 

Amongst studies that did not include Veteran populations clearly, the TBIs were generally sustained in non-combat situations, so some of the relevance could be questioned there. Further, we found no studies that examined a key feature of current VA support for post-9/11 family caregivers, which is family assistance. Therefore, we're unable to comment on how this type of support for family caregiver's influences care recipient and caregiver outcomes. Yet this report may have implications for other features of PCAFC, including skills training and psycho-education. 

I’d like to also discuss one other study. It was not included in this review. Since 2014, the VA Cares Evaluation Center at the Durham HSR&D COIN has evaluated the PCAFC and its effect on care recipient and caregiver outcomes. Papers from this evaluation are emerging, and this paper was recently published but did not meet EPOCH criteria and was therefore not included in our review. However, Dr. Van Houtven and her team found that PCAFC participation was associated with increased primary specialty and mental health care for Veterans but had no effect on Veteran use of ED and inpatient care. This study contributes evidence about how the effects of financial support for caregivers could impact Veteran outcomes. Another paper from this evaluation that is forthcoming found the PCAFC increased the use of outpatient care among Veterans of PTSD. 

This review has some important limitations. First, there was no evidence for patients with polytrauma and sparse evidence for PTSD. Second, we found no evidence on programs that provide financial support. We were unable to tease apart the relationship between intervention dose, mode of delivery, and components in the outcome of interest to really understand which components of the intervention work and which do not. Outcome measures varied, and particularly for TBI studies, and this contributed to the high heterogeneity in the meta-analyses. Also because of the small number of studies that reported our outcomes of interest combined with generally some low-quality studies, we were unable to perform a meta-analysis for all of our outcomes of interest. 

One of the biggest contributions of this report is that we examined the status of the existing literature and were able to identify some gaps. First of all, there’s a need to build the evidence for certain patient groups. There’s also a need for studies with more rigorous study designs including larger samples and longer follow-up. Studies are needed that examine financial assistance intervention. Intervention development should be informed by conceptual models to help identify the right targets such as the patient or the caregiver or both to help identify the right outcomes and also to identify hypothesized mechanisms of effect. Again, we were just unable to tease out intervention components and really make recommendations about which components would be most successful for replication. 

There’s also a need to use consistent measures across studies to decrease variability in future reviews and to allow for cross-study comparisons. Last, currently few studies assess patient-reported outcome including intervention satisfaction and acceptability, quality of life, and changes in employment and household income. These metrics might demonstrate more direct intervention effects and are very important for longer term health outcomes.

So this report we quantified the evidence base about family caregiver interventions for patients with trauma-related conditions and identified gaps. We also started to examine intervention effectiveness. There’s a small but growing literature about family caregiver interventions for patients with trauma-based conditions. Interventions are diverse, but the majority included a family illness component. Evidence about the impact of interventions on care recipients and caregiver outcomes is inconclusive because of the small literature, few patients, and heterogeneity of intervention. However, there are some promising effects for caregiver burden and psychological symptoms and patient conditions, symptoms, and quality of life. 

Now I’d like to hand it over to Miss Kabat, the National Director of the VA Caregiver Support Program for her comments. 

Margaret Kabet: Thank you so much. Excuse me. Thank you so much, and I really want to thank all the folks involved with this work because it’s really, it’s been a labor of love, and we’ve had lots of wonderful discussions about first the study design and then moving forward with the results. And I think it’s a really important body of work that’s going to help us move forward with really looking at what kinds of research is needed and where we can go from here, certainly within VA but also in the larger caregiving community. Caregiving in this country is something that is getting more and more attention. Organizations like AARP are really focusing a lot of effort on family caregiving. There’s a lot of different kinds of legislation up on the Hill to support caregivers, really, of all kinds of different individuals from disabled children to caregivers of older individuals with dementia but also really all the conditions of aging. So family caregiving is something that we’re going to hear more and more about, and it’s going to be really important to continue to think about where we head in terms of research. 

I want to make a couple of comments about some of the findings. I think first, one of the interesting things and I think this is true in lots of different areas and caregivers is that interventions as well as research are often designed around the issues, the diagnosis of the individual receiving the care. So they are not necessarily tied to the individual needs of the caregivers. So we don’t, there exists a lot evidence-based interventions for caregivers that are specific to caring for someone dementia, for example, caring for someone with some mental health conditions. So while these exist, they are really very focused on the individual who is receiving the care. And the education and training that goes along with it are really, again, focused on that individual who receives the care. 

And so I wonder as we hear more and more about research and program design, if we shouldn’t instead be thinking about caregiver assessment and what the needs are of the caregiver. There really, in the VA Caregiver Support Program, we really focus on two different areas. One is certainly this idea around providing training and education about specific conditions and about being the caregiver of a Veteran with specific conditions. But the other group of services that we provide are really about being a caregiver, that role definition and learning what it means to be a caregiver; how it impacts your relationship with the care recipients, things like peer supports and communication training and those kinds of things. And so I think those are important as we think about research and interventions as well and really increasing that evidence base to look at not only interventions based around the needs of the care recipient but really figuring out ways to assess the caregiver and where they may benefit the most.

It also helps in terms of program delivery if we have a series of interventions that we can use with a caregiver regardless of the needs of the care recipient. So if we have trainings around communication and problem solving that can be used regardless of what the needs of that individual veteran are. 

And I do want to say something, and I know that this particular project did not focus a lot on cost, but I do think this is important as we think about caregiver research because there’s this notion out there that if we provide caregiver support, we decrease costs. Just last week there was sort of a rally, that’s kind of a big word for, gives it more power than it really had, but an event on Capitol Hill in which they talked about some legislation to expand some of the services that we provide. And at least three of the speakers made the comment that of course it saves money to provide this kind of support to caregivers because it keeps Veterans out of nursing homes. And of course caregiver support is cheaper than paying for a Veteran to be in a nursing home. And I think those are sort of notions that exist out there, and I think this notion of cost savings has often been the Holy Grail of caregiver research. And I think we have to be really careful about that. If we want to look towards cost savings, we have to be really specific about our study design, the kinds of individuals that we are including in that. And really, again, it goes back to this separation of, are we talking about supports for that caregiver or are we talking about supports for that Veteran who needs the care or the individual who needs the care if we take it outside the Veteran space?

So I think I’m going to stop there.  The one last thing I will mention is just the importance of longitudinal studies and how we know there has been some research now about caregivers of Veterans out there of really survey data more than research. And it’s all point in time and we really need to think through sort of the changing complexities of caring for an individual over time, what that might look like in the long run, and what the long-term impact is on an individual caregiver in terms of their physical as well as their emotional health. So thank you.

Dr. Megan Shephard-Banigan: Thanks, Meg. All right, well, thank you all. Thank you to Meg and to my co-presenters and also to the audience for your time. The report can be found on the link that’s on the screen, and we’d be happy to answer additional questions either now or feel free to reach out to us in the future. 

Molly: Thank you. We do have some questions that have come in. For our attendees, if you joined us after the top of the hour, to submit your question or comment please use the GoToWebinar control panel on the right-hand side of your screen. Down towards the bottom, you’ll see a question section. Just click the arrow next to the word questions. That will expand the dialogue box and you can submit your question or comment there. The first one we received: For PTSD, did you run across any studies using EFT, emotion focused therapy intervention, and if so, why were they excluded?

Dr. Megan Shepherd-Banigan: Sorry, we were on mute trying to recall whether we ran across those or not. I think we did, and if they were, any studies that were excluded regardless of whether they were emotion focused therapy or any other therapies, regardless of whether it was PTSD or TBI or polytrauma was all related to the study criteria. And maybe John can talk about or remind us about those study criteria and what might have led to the removal of certain studies that didn’t meet eligibility. 

Dr. John Williams: Right. So the primary criteria that led to studies being excluded were study design. So they had to be either a randomized trial or prospective non-randomized trial. Control before and after studies were eligible. Interrupted time series studies were eligible. But typically those aren’t going to be the kinds of designs that you see for these types of interventions. So primarily what we would expect to find are randomized trials and non-randomized trials. The other principle reason that we would not include a study of something like EFT would be that it didn’t report on the outcomes that we had pre-specified or of interest. 

Dr. Megan Shepherd-Banigan: And that is probably the best guess from my perspective is that it didn’t report on those outcomes. 

Molly: Thank you both. The next person writes forgive me if you already covered this or if this is not part of the presentation, but have any studies been done qualitatively to see how the caregiving benefits the patient better than going into, say, a nursing home. 

Dr. John Williams: So if that study had been conducted and met our other eligibility criteria, we would’ve been interested in it because we included both studies that had active controls like randomizing or assigning to caregiving support versus some other caregiving situation like skilled care nursing home. We did not find any studies like that that met our criteria. I suspect if there are studies like that that are out there, they’re open observational type of design that wouldn’t have been eligible for this review. 

Dr. Megan Shephard-Banigan: And I would add that when you’re looking at PTSD, TBI, and polytrauma, you’re going to find it in a younger population, the research studies. And so nursing homes are not necessarily going to be the typical factor that you would see as a target for caregiving in this population.

Margaret Kabat: Yeah, this is Meg and I would just add to that that you’re absolutely right, Megan. And I think that does impact the findings of the paper that were not included in this study, but that Dr. Van Houtvan and others as part of the VA Cares put together is that this group of Veterans are low users of nursing homes. And so I think that’s part of where I was trying to get to with my comments about how this notion that caregiver support is really focused on keeping individuals out of nursing homes is a complicated part of the puzzle. And then often this is caregiving that would be going on regardless and the Veteran would not be even eligible to go into a nursing home. So I think it’s an interesting question and I think we focus potentially a little too much on that as being the end result is to keep that Veteran out of the nursing home when there are many other outcomes that are more important to our family caregivers than to our Veterans.

Dr. Megan Shephard-Banigan: Yeah, and really to piggyback on that, when Megan was discussing the outcomes of the Van Houtvan article, the thing that I heard was an increase in health care not a decrease. And that kind of reflects the one study for PTSD with Bosnian refugees where they found they increased the number of mental health visits. I think the way that we want to look at this is including family actually improves or increases treatment engagement, which probably then improves treatment outcomes. That’s kind of the study that I think I would want to see as improving outcomes. And then kind of longitudinally, like you said, over time, reducing the impact of the chronic nature of these debilitating disorders. 

Molly: Thank you all for those replies. We don’t have any further pending questions at this time. But I do want to do a shameless plug while I have our audience. On Monday, we did a session, part of our Spotlight on Mental Health series where Gala True presented her Photovoice study and two Veteran caregivers, I’m sorry, spouses of Veterans who are full-time caregivers came on and shared their stories. And it was an exemplary session. So I do recommend if you’re interested in more of the perspective from them to go back into our archive catalogue and visit that one. Having said that, I would like to give everybody on the call the opportunity to make any concluding comments you would like. So we can just go in order of speakers if you’d like to kick things off, Megan. 

Dr. Megan Shephard-Banigan: You know, I think that I’ve said everything I had to say. Thank you again. 

Dr. John Williams: This is John Williams and I’m a general internist working in the VA system. So for me, this was a fascinating opportunity to explore something I don’t think about very much and a program that I knew little about. And so one of the benefits, and I think one of the things that I want the audience to take home with them is simply an awareness of the VA’s investment and commitment to this area, its potential, and that there remain a lot of unanswered questions. But as a clinician working in the system, I feel better prepared to understand which of my patients might be eligible for this type of program, to know that the resource is available, and that at least in the literature that we’ve looked at, there are some signals for small positive effects of these types of interventions. And I think that’s important to know and be able to communicate to our patients and their family members and their caregivers. 

[Unintelligible crosstalk 58:39]

Dr. Megan Shepherd-Banigan: You’re good on your end? Okay. Meg, would you like to wrap up with anything?

Margaret Kabat: Yeah, I would just add, I’ll sort of say ditto to everything that was just said about the importance of these kinds of things. And I think caregiver support, family intervention, whatever you want to call it, is really a part of the whole health movements of providing Veteran-centric care. And I think that these kind of interventions are going to become more and more important and more and more prevalent, and Veterans are going to come in and be asking more and more about how can you support my spouse, my daughter as they support me. And we do need to be ready with answers to those questions, and there are a lot of resources available. 

Secretary Shulkin is very invested in providing support to families and [audio cuts out 59:43 to 59:49] as social workers were trained to really think about a person and their environments and that sometimes impacting the environment is actually more important than impacting the individual. And so I really perceive families and caregivers as part of that environment. And I’m really excited about sort of the foundation that this project lays in terms of future research and look forward to a lot of really wonderful research out of VA that’s going to continue to demonstrate that we really are the leaders in this particular area around caregiver and family support. So thank you all.

Molly: I, too, would like to thank all of you for coming on and lending your expertise to the field. We very much appreciate it. Thank you to our attendees as well for joining us. I am going to close out the session at this time. For our attendees, please wait just a second while the feedback survey populates on your screen and take just a moment to answer those few questions. We do look closely at your responses, and it helps us to improve individual presentations as well as the program as a whole. So once again, thank you to Megan, John, Meg, and Mira. We appreciate your time. And this does conclude today’s HSR&D Cyberseminar. Have a great day, everyone.

[ END OF AUDIO ]

