
Effects of Chronic Mild TBI:  
Caregiver Perspectives and Knowledge Gaps 

 October 8, 2015; 1-2:30 p.m. (ET) 
 

Presenter: 
 

Pamela S. Sjolinder, MACE, CBIS 
Contract Support to the Defense and Veterans Brain Injury Center (DVBIC), Regional Education Coordinator, 

Intrepid Spirit One, National Intrepid Center of Excellence Satellite at Fort Belvoir, Fort Belvoir, Va.  
 

 Moderator: 
 

Elizabeth K. Pletcher, MSW, LSW 
Contract Support to DVBIC, Recovery Support Specialist, Walter Reed National Military Medical Center, 

Bethesda, Md.  



Webinar Details 
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 Live closed captioning is available through Federal Relay 
Conference Captioning (see the “Closed Captioning” box) 
 

 Webinar audio is not provided through Adobe Connect or 
Defense Connect Online 
- Dial: CONUS 888-455-0936; International 773-799-3736. Use 

participant pass code: 1825070 
 

 Question-and-answer (Q&A) session 
- Submit questions via the Q&A box  
 

 

 



Resources Available for Download 
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Today’s presentation and resources are available for 
download in the “Files” box on the screen, or visit 
dvbic.dcoe.mil/online-education 

 
 

  

 



Continuing Education Details 
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 DCoE’s awarding of continuing education (CE) credit is limited in 
scope to health care providers who actively provide psychological 
health and traumatic brain injury care to active-duty U.S. service 
members, reservists, National Guardsmen, military veterans 
and/or their families. 
 

 The authority for training of contractors is at the discretion of the 
chief contracting official.  
‒ Currently, only those contractors with scope of work or with 

commensurate contract language are permitted in this training. 
 
 

http://dcoe.health.mil/Libraries/Documents/DCoE_Accreditation_CEU.pdf


 
Continuing Education Accreditation 

 
 This continuing education activity is provided through 

collaboration between DCoE and Professional Education 
Services Group (PESG).   
 

 Credit Designations include: 
‒ 1.5 AMA PRA Category 1 credits 
‒ 1.5 ANCC nursing contact hours 
‒ 1.5 APA Division 22 contact hours  
‒ 1.5 ACCME AMA PRA Category 1 credits 
‒ 1.5 CRCC continuing hours 
‒ 0.15 ASHA, Intermediate level continuing hours 
‒ 1.5 NASW continuing hours 
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Continuing Education Accreditation 

 
Physicians 
This activity has been planned and implemented in accordance with the accreditation requirements and 
policies of the Accreditation Council for Continuing Medical Education (ACCME) through the joint providership 
of Professional Education Services Group and the Defense Centers of Excellence for Psychological Health 
and Traumatic Brain Injury (DCOE). Professional Education Services Group is accredited by the ACCME to 
provide continuing medical education for physicians. This activity has been approved for a maximum of 1.5 
hours of AMA PRA Category 1 Credits™.  Physicians should only claim credit to the extent of their 
participation. 
 
Psychologists 
This activity is approved for up to 1.5 hours of continuing education.  APA Division 22 (Rehabilitation 
Psychology) is approved by the American Psychological Association to sponsor continuing education for 
psychologists. APA Division 22 maintains responsibility for this program and its content.  
               
Nurses 
Nurse CE is provided for this program through collaboration between DCOE and Professional Education 
Services Group. Professional Education Services Group is accredited as a provider of continuing nursing 
education by the American Nurses Credentialing Center’s Commission on Accreditation. This activity provides 
a maximum of 1.5 contact hours of nurse CE credit. 
 
Speech-Language Professionals 
This activity will provide 0.15 ASHA CEUs (Intermediate level, Professional area). 
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Continuing Education Accreditation 

 
Occupational Therapists 
(ACCME Non Physician CME Credit) For the purpose of recertification, The National Board for Certification 
in Occupational Therapy (NBCOT) accepts certificates of participation for educational activities certified for 
AMA PRA Category 1 Credit TM from organizations accredited by ACCME. Occupational Therapists may 
receive a maximum of 1.5 hours for completing this live program.  
 
Physical Therapists 
Physical Therapists will be provided a certificate of participation for educational activities certified for AMA 
PRA Category 1 Credit TM.  Physical Therapists may receive a maximum of 1.5 hours for completing this live 
program. 
 
Rehabilitation Counselors 
The Commission on Rehabilitation Counselor Certification (CRCC) has pre-approved this activity for 1.5 
clock hours of continuing education credit. 
 
Social Workers  
This activity is approved by The National Association of Social Workers (NASW) for 1.5 Social Work 
continuing education contact hours.  
  
Other Professionals 
Other professionals participating in this activity may obtain a General Participation Certificate indicating 
participation and the number of hours of continuing education credit. 
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Continuing Education Details 
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 If you wish to obtain a CE certificate or a certificate of 
attendance, please visit http://dcoe.cds.pesgce.com after 
the webinar to complete the online CE evaluation. 
 

 Please note, registration is required for each webinar 
regardless if the participant has an existing PESG 
account. 
 

 The online CE evaluation will be open through 
Thursday, October 22, 2015. 

http://dcoe.cds.pesgce.com/


Questions and Chat 

 Throughout the webinar, you are welcome to submit technical 
or content-related questions via the Q&A pod located on the 
screen. Please do not submit technical or content-related 
questions via the chat pod. 
 

 The Q&A pod is monitored during the webinar; questions will 
be forwarded to presenters for response during the Q&A 
session. 
 

 Participants may chat with one another during the webinar 
using the chat pod.   
 

 The chat function will remain open 10 minutes after the 
conclusion of the webinar. 

 

9 



Summary 
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Family caregivers of service members (SM) that experience chronic effects of 
mild traumatic brain injury (mTBI) discern that their loved ones experience myriad  
cognitive, emotional and behavioral problems. Caregivers often experience many 
of these same issues, disrupting the family dynamics. They often feel 
marginalized by the medical system and conclude that their health care providers 
lack insight into their experience. Knowledge gaps also exist regarding what 
caregivers understand about mTBI and resources to help them manage 
symptoms and patient outcomes.  
 
This webinar will address these issues and explore how education for caregivers, 
family, friends, and health care providers could potentially enhance treatment 
outcomes and caregiver success.  
  
At the conclusion of this webinar, participants will be able to: 

 Describe three primary issues that present as common themes among families dealing with 
chronic mTBI 

 Articulate how inclusion of the caregiver in the care continuum can lead to increased support for 
the chronic mTBI patient 

 Apply education as an intervention to reduce risk factors for persistent symptoms and negative 
outcomes 



 
Pam S. Sjolinder, MACE, CBIS 
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Pam S. Sjolinder, MACE, CBIS 

 DVBIC Regional Education Coordinator at 
Intrepid Spirit One, National Intrepid Center of 
Excellence Satellite at Fort Belvoir, Fort 
Belvoir, Va.  

 Teacher/facilitator in the 12-week faith-based 
REBOOT Combat Recovery course which 
addresses the spiritual wounds of war 

 Served as life skills trainer in a residential 
rehabilitation facility working with active duty 
SM, veterans and their families dealing with 
TBI and posttraumatic stress disorder (PTSD) 

 Certified Brain Injury Specialist and member of 
the Academy of Certified Brain Injury 
Specialists  

 Education 
- M.A. in Christian Education, Union Presbyterian  
     Seminary 



Disclosures 
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 The views and opinions expressed in this presentation 
are those of the presenter and do not represent official 
policy of the Department of Defense (DoD), the United 
States Army or DVBIC. 
 

 The presenter does not intend to discuss the off-
label/investigative (unapproved) use of commercial 
products or devices. 
 

 The presenter has no relevant relationships to disclose.  
 



Polling Question #1 
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My discipline is: 
 
 Primary care provider  
 Rehabilitation provider (SLP, OT, PT)  
 Psychologist 
 Nurse 
 Social worker/case manager 
 Other 



Case Series Background 
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 Chronic mTBI affects the individual and the individual’s 
spouse   

 Spouse often assumes the role of caregiver and spends 
the most time with the patient   
– However, in general, caregiver spouses have minimal education or 

training specific to the role of caregiver spouse for mTBI. 
 Creates increased stress to the couple and other family 

members 
 Few studies exist describing the experience of caregiver 

spouses.   
 Small case series to evaluate these issues for the 

population of caregiver spouses caring for individuals 
with mTBI   
 

Presenter
Presentation Notes
During these past several years, common themes persisted in my work with caregivers…

Nearly all my education efforts at the TBI clinic revolve around these 2 questions…
Why is my loved one…
Can you please teach my spouse that
These 2 paradoxical questions served as the basis for the background for this study




Methods 
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 Caregiver spouses were enrolled in 
the Caregiver Program at Fort 
Belvoir Community Hospital. 
 

 A qualitative survey was developed 
specifically for caregivers of patients 
with chronic mTBI to query issues. 
 

 The survey included questions 
regarding spousal relationships, 
family relationships, changes in the 
caregivers, changes in identity, and 
issues of grief and support.  
 

 Analyses were performed using a 
deconstructive methodology with 
thematic categorization. 

Photo courtesy of Pam Sjolinder 

Presenter
Presentation Notes
Fortunately, we already have caregiver spouses enrolled and receiving care in our Program

So…to begin this case study I developed  a caregiver survey comprised of…

Structured in a logical pattern In order to query the CGs greatest issues

Questions centered around…
Themselves
Their children
Support (how much and from who)
Intimacy issues
Their inclusion in the care continuum
Issues of grief, ambiguous loss, loss of identity
Coping tools, what resources
What facts did they know or thought they knew




Hypothesis 
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 Caregiver spouses are affected tremendously 
by the patient’s injury. 

 Exploratory study is needed for qualitative 
understanding of this effect. 

Presenter
Presentation Notes
Going into this study, we already knew we would probably find that…

Although not part of this study…we knew that the prevalence of post traumatic stress PTS in this demographic would further complicate this scenario




Caregiver Survey 
Questions 
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Presenter
Presentation Notes
Recommendation  
  When defining the topic/ problem that the guidance will address real world questions and stakeholder needs should be considered.

DVBIC Process 
Gaps or needs are identified through various means
Military field (stakeholders)
Quad Services Working Group
Government reports such as the IOM or RAND 
Research
Receipt of identified need or gap requiring clinical guidance
Request may come from Services, GAP analysis, RAND studies, DCoE/DVBIC leadership, or established committees and task forces.

DVBIC Clinical Affairs Division; Clinical Practice and Clinical Recommendations Office:
Conducts review of existing products within VA, DCoE and DVBIC to determine need for CR
Conducts Business Case Analysis
Determines Course of Action(s)

Recommendation: Working groups should be multidisciplinary and well balanced with representation from all populations expected to be affected by the guidelines. Any conflict of interest should be disclosed to the group and whenever possible participants should have no conflict of interest

DVBIC Process: Internal Project Team Identified
Action Officer (AO), Co-Action Officer (CO-AO), DVBIC Clinical Affairs & Education POC’s, VA liaison, & Component Center POC’s as appropriate
The working group consists of internal (DVBIC, DoD CIV & Military SME(s), external stakeholders and academic / research experts in the topic(s) addressed. 
Core Working Group (CWG) Established with representatives from Army, Navy, Air Force, & Marines; DCoE Media & DVBIC PAO, DVBIC, & Component Center as appropriate
Large Working Group CWG members and representatives from other Quad Service Organizations including FHP&R, DHCC, CENTCOM, T2, NICoE, and VA/DoD 
Expert Working Group includes all of above as well as:
Topic Specific experts from Academia, research, civilian as well as military are recommended and invited to participate



Recommendation: Conduct systematic Reviews and Evidence Synthesis.

       DVBIC Process: Literature review is on going throughout the development process
Systematic Review and Discovery
DVBIC Research Division conducts search using set terms applying to databases of nationally & internationally recognized organizations to obtain research-based support documents
Additional Military specific information reviewed from surveillance data
Written report of literature review and CWG consensus provided to DCoE/DVBIC leadership  and working group
Identification of questions used to guide the development of the CR


Recommendation: Appraise evidence and incorporate Expert Opinion. Patient preferences and characteristics
DVBIC Process: Expert Working Group  Meeting is held for a face to face interaction and exchanges of information between all of the working groups discussed above. 
One- two day meeting. 
A meeting summary is produced that reflects the discussions and agreements within the group for clinical questions when there is a gap in the literature or weak evidence to support a recommendation. The outcome of the expert discussion and agreements during the meeting are incorporated into the CR narrative paper. 

Recommendation: Develop Guidelines
CR’s are vetted by expert and quad service groups for review and comments.
Expert group and Quad Services review and provide comments on the CR. 
Recommended edits are adjudicated and often incorporated into final CR
CR is cross walked with DoD and service specific policy before final release
The working group includes representation from all Services and key Government agencies as well as subject matter experts from the civilian-non government sector. The draft documents are further vetted internationally through all services prior to completion.

Recommendation: Implement and evaluate evidenced based interventions on patient outcomes and caregiver behavior

DVBIC Process is not fully developed and has many challenges for an international, large organization as well as typical guideline implementation barriers as defined 

Recommendation: health care and patient outcomes inform new 
DVBIC Process: Still indevelopment requires policy and EHR modifications for data collection.



Caregivers’ Perspective of  
Issues for SMs with TBI 
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 Loss of identify 
 Anger 
 Isolation 
 Sadness 
 Depression 
 Paranoia 
 Personality change 

 
 

 Worthlessness 
 Blame 
 Survivor’s guilt 
 Loss of interest 
 Fear of everything 
 Fear of future 
 Hyper vigilant 

 

(Sjolinder, 2014) 



Caregivers’ Perspective of Issues  
for Their Children 
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 Trouble understanding 
 Fear 
 Feeling to blame 
 Taking on increased 

responsibilities 
 Role reversal (child–

caregiver) 
 Sadness 

 Isolation 
 Sense of loss 
 Embarrassment 
 Fierce protectiveness 
 Anger 
 Defiance/rebellion 

 

http://www.defense.gov/Media/Week-in-Photos   
U.S. Marine Corps photo by Lance Cpl. Reece E. Lodder  

(Sjolinder, 2014) 

Presenter
Presentation Notes
Compounded when the child has a memory of the service member prior to their injury



Issues for the Caregivers 
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 Burned out 
 Anger 
 Jealousy 
 Fear 
 Loss 
 Hatred 
 Resentment 
 Frustration 
 Misunderstood 
 Loneliness 
 Lack of sympathy/empathy 
 Invisible to others 
 Guilt 
(Sjolinder, 2014) 

 

 No longer a couple 
 Missing pre-injury spouse 
 Grief 
 Longing for the past 
 Walking on eggshells 
 Always compromising 
 Feeling unloved 
 No longer a wife 
 Isolation 
 With Permanent Change of 

Station (PCS), primary 
resource (support group) 
disappears 



Issues Related to Being a Couple 
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 Intimacy problems 
 Role reversals 
 Communication 

problems 
 Loneliness 
 Increased duties/roles 
 Increased relationship 

stress 
 

 Anger 
 Jealousy (patient 

center of attention, 
caregiver lost in shuffle 
with overwhelming 
needs) 

(Sjolinder, 2014) 



Caregivers’ Issues With  
Friends and Family 
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 You’re over-
protective 
 Don’t understand 
 Unwilling to accept 

“new person” or re-
frame the 
relationship 
 Don’t accept the 

gravity of the 
caregiver role 

 
 
(Sjolinder, 2014) 

 
 
 

 It’s all in your head – 
there’s nothing wrong 
with your spouse 
 He/she should be 

better by now 
 They’re just faking! 
 They should “suck it 

up” 



Caregivers’ Issues With  
Friends and Family continued 
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 Isolation from 
family/friends 
 Friends/family avoid us 
 They want to put us “in a 

box” to make it easier to 
deal with us 
 They’re judgmental, 

especially relating to 
medications and outburst 
behaviors. 

 
 
 
(Sjolinder, 2014) 

 You’re wasting your life 
staying with him/her. 
 When are you going 

back to work (to both 
spouse and caregiver)? 
 Why are you still with 

him/her? 



Caregivers’ Issues With  
Providers/Medical Care 
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 They don’t believe us 
 Hard to get a diagnosis 
 Hard to get help/ 

treatment 
 Providers “pass the 

buck.” 
 Don’t listen to us 
 Being minimized/ 

marginalized (sometimes 
harmful to patient) 
 

 
(Sjolinder, 2014) 

 

 Rushed out the door 
 Lack of empathy/ 

sympathy 
 Accused of non-

compliance 
 Patients need to be re-

evaluated after a period 
of time, especially when 
there is new medical 
knowledge. 



Caregivers’ Issues With  
Providers/Medical Care continued 
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 Physical wounds take 
priority over invisible 
wounds (invisible often 
neglected). 
 Provider sees ONLY 

black or white. 
 Secondary physical 

symptoms attributed to 
inappropriate behavior or 
judgment (i.e., peripheral 
neuropathy attributed to 
alcohol use) 

(Sjolinder, 2014) 

 
 

 HIPPA violations, 
gossiping, oversharing of 
patient information to 
detriment of patient 
 Long-term treatment 

leads to familiarity, 
diluting care and leading 
to inappropriate personal 
comments and advice. 



What Caregivers Fear Most  
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 The future 
 Loved one’s safety 
 Retirement (SM) 
 Dementia (SM) 
 Regression (SM) 
 Loss of career (both) 
 Our own “bad” 

behavior resulting from 
stress 

 Being stuck in this 
“hole” forever 
 No support 
 Alone against the 

world 
 Leaving the “Belvoir 

Bubble” (support 
group) 

(Sjolinder, 2014) 



Caregivers’ Perspective on SM Losses 
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 Identity 
 Self 
 Pride 
 Job 
 Autonomy 
 Independence 

 Respect 
 Cognitive skills 
 Relationships 
 Male role 
 Intimacy 
 

(Sjolinder, 2014) 



Caregivers’ Perspective on  
Child’s Losses 
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 Their Mom or Dad 
 Their childhood 
 Their innocence 
 Their independence 
 Their family unit 

 

 Will never know their 
“real” parent 
(especially very young 
children) 
 Having only “kid” 

things on their mind 

(Sjolinder, 2014) 



Caregiver’s Losses 
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 My SELF 
 Intimacy 
 My life 
 My home 
 My career 
(Sjolinder, 2014) 

 My kids 
 My spouse 

(ambiguous loss) 
 My independence 

   
                                    

 

Ambiguous loss describes a situation in which a loved 
one is absent in some ways but present in others. The 
person can be present physically, but is not 
participating in family life. (Zayfert & DeViva, 2011) 



Summary of Common Themes 
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 SM patients are angry, isolated, and feel that 
they’ve lost who they are. 
 Their children don’t understand, are fearful sad 

and angry – feel isolated and their childhood 
roles have changed. 
 The caregiver is burned out, feeling lonely, 

isolated, angry, invisible, frustrated, and no 
longer a wife. 
 As a couple – loss of intimacy (can cause 

emotional isolation) and role reversal are 
greatest issues. 

(Sjolinder, 2014) 

Presenter
Presentation Notes
Social and Emotional Isolation



Summary of Common Themes continued 
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 Family and friends don’t understand, are 
judgmental and isolate SM patient and 
caregiver from them. 
 Caregivers perceive that providers often don’t 

believe them, making caregivers feel 
marginalized, minimized, and unheard 
(essentially isolating the caregiver from the 
care continuum). 
 SM patients have lost their identity, 

caregivers have lost themselves, and children 
have lost their childhood. 

(Sjolinder, 2014) 

Presenter
Presentation Notes
Social and Emotional Isolation



Common Issues 
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 Anger 
 Loss of Identity 
 Isolation 



Isolation Perceived 
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Isolation—the experience of being separated from 
others—may result from being physically removed from 
others, as when a person lives in a remote area, or it 
can result from the perception of being removed from a 
community, such as when a person feels socially or 
emotionally isolated from others.   
 
When a person experiences too much solitude or feels 
socially isolated from others, he or she may develop 
feelings of loneliness, social anxiety, helplessness, or 
depression. 

(Hawthorne, 2008) 



Perceived Isolation = Loneliness 
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“Loneliness is a situation experienced by the 
individual as one where there is an unpleasant or 
inadmissible lack of (quality of) certain relationships. 
This includes situations in which the number of 
existing relationships is smaller than is considered 
desirable or admissible, as well as situations where 
the intimacy one wishes for has not been realized.”  (De 
Jong Gierveld, 2006) 
 

 Emotional Loneliness – stemming from the absence of an intimate figure or a 
close emotional attachment (partner, best friend) (loss of intimacy) 

 Social Loneliness – stemming from the absence of a broader group of 
contacts, or an engaging social network 

Perceived social isolation and loneliness may lead to: 
 Depression, chronic health conditions, poor long-term health 

outcomes, early death & suicide (Hawthorne, 2008) 

Presenter
Presentation Notes

Caregivers self-medicating



Feeling Lonely Around People 
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After injury, many survivors describe feeling lonely – 
even when they are surrounded by other people. This 
loneliness may arise for many different reasons.  
 
 Difficulty talking to other people or understanding what 

others are saying 
 Many survivors feel self-conscious after their injuries. 
 Many survivors worry about what others will think of them 

and may feel nervous about being around other people. 
 Many survivors notice they are more irritable after their 

injuries. 
 Fatigue and low energy are common problems after brain 

injury.  
(Kreutzer, Taylor, & Livingston, 2005)  



Feeling Lonely Around People continued 
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 Pain and other physical problems often make it 
harder for survivors to do things they used to enjoy. 
 Many survivors are not able to drive or work after 

their injury. 
 People generally make friends through work or 

being involved in social or recreational 
activities. 
 Friends and family may feel uncomfortable 

because they don’t know what to say, how to act, 
or how to help.  

(Kreutzer, Taylor, & Livingston, 2005)  



Everyone Feels Isolated 
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Caregiver 

SM 
Spouse 
with TBI 

Family 
and 

Friends 
Care 

Providers 

Child(ren) 
SM 

Spouse 
with TBI 

Caregiver 

Family 
and 

Friends 
Military 
Unit/Job 

Child(ren) 

Child(ren) 

SM 
Parent 

with TBI 

Family 
and 

Friends 

Care 
Provider 
Parent 

Peers 

So… 
who is able 
to support 
whom? 



Caregiver Support System  
Losses After TBI 
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 Loved ones (patient) 
 Family 
 Friends 

 

 Children 
 Providers 

(Sjolinder, 2014) 



Contributing Factors of Social Isolation 
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Factors contributing to social isolation include loss (in its 
many forms), poor physical health, mental illness, low 
morale, being a caregiver, geographic location, 
communication and transport difficulties (Findlay, 2003) 

 
Many of these factors are often beyond the socially 
isolated person’s control and are therefore not obviously 
susceptible to amelioration. (Wenger, Davies, Shahtahmasebi, & Scott, 2008) 
Thus, designing effective interventions to address 
the problem is difficult. 



 
Table C-2. Risk Factors for Persistent Symptoms 

and/or Poorer Overall Outcomes 
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Pre-injury Peri-injury Post-injury 
 Age (older) 
 Gender (female) 
 Low SES 
 Less 

Education/Lower 
levels of intelligence 

 Pre-neurological 
conditions 

 Pre- or co-
occurrence of 
mental health 
disorders 
(depression, 
anxiety, traumatic 
stress, or 
substance abuse) 

 Lack of support 
system 

 Acute symptom 
presentation (e.g., 
headaches, 
dizziness, or nausea 
in the ER) 

 Context of injury 
(stress, combat-
related, traumatic 

 Compensation 
 Litigation 

(malingering, delayed 
resolution) 

 Co-occurrence of 
psychiatric 
disorders 

 Co-occurrence of 
chronic pain 
conditions 

 Lack of support 
system (emphasis 
mine) 

 Low education 

 
•Bold text indicates support of Level C evidence 

(Department of Veterans Affairs (VA) & Department of Defense (DoD), 2009, p. 50)  

Presenter
Presentation Notes
Evidence Rating:

A – A strong recommendation that the clinicians provide the intervention to eligible patients.
       Good evidence was found that the intervention improves important health outcomes and concludes that benefits substantially outweigh harm
B – A recommendation that clinicians provide the service to eligible patients.
        At least fair evidence was found that the intervention improves health outcomes and concludes that benefits outweigh harm
C – No recommendation for or against the routine provision of the intervention is made.
         At least fair evidence was found that the intervention can improve health outcomes, but concludes that the balance of benefits and harms is too close to justify a general recommendation
D – Recommendation is made against routinely providing the intervention to the patient.
        At least fair evidence was found that the intervention is ineffective or that harm outweighs benefits
I – The conclusion is that the evidence is insufficient to recommend for or against routinely providing the intervention.
        Evidence that the intervention is effective is lacking, or poor quality, or conflicting, and the balance of benefits and harms cannot be determined




RECOMMENDATIONS 

1. Assessment of the patient with concussion/mTBI should include a detailed history regarding potential pre-injury, peri-injury, or post-injury risk factors for poorer outcomes. These risk factors include: 
a. Pre-injury: older age, female gender, low socio-economic status, low education or lower levels of intellectual functioning, poorer coping abilities or less resiliency, pre-existing mental health conditions (e.g., depression, anxiety, PTSD, substance use disorders). 
b. Peri-injury: lower levels of or less available social support 
c. Post-injury: injury-related litigation or compensation, comorbid mental health conditions or chronic pain, lower levels of or less available social support, 
2. Any substance abuse and/or intoxication at the time of injury should be documented. 
3. Establish and document if the patient with concussion/mTBI experienced headaches, dizziness, or nausea in the hours immediately following the injury.





Assessing for Lack of 
Support/Loneliness 
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Assessment of the patient with concussion/mTBI should 
include a detailed history regarding potential pre-injury, 
peri-injury, or post-injury risk factors for poorer outcomes:  
 

 At peri -and post-injury, assess for lower levels of or 
less available social support  

 

(VA & DoD, 2009) 

Presenter
Presentation Notes
The FNQ can be used to develop individualized educational and therapy programs tailored to family members' stated needs. Furthermore, completion of the questionnaire prior to and following intervention helps provide an index of intervention effectiveness. This process also provides a mechanism for closely following changes in the dynamic process of rehabilitation and community integration. (Marwitz, J. (2000). The Family Needs Questionnaire. The Center for Outcome Measurement in Brain Injury. http://www.tbims.org/combi/fnq ( accessed September 18, 2015 ). 
The Revised UCLA Loneliness Scale





Evidence Statement 
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Social Support  
Lower level of social support or higher level of 
psychosocial stress are risk factors for long-term 
post-concussive symptoms 

(VA & DoD, 2009) 



Polling Question #2 
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I/my site routinely assess for lower levels of 
or less available social support for: 
 
 The patient  
 The family 
 The patient and family  
 Neither the patient nor the family 
 N/A 
 Not known 
 



Negative Support 

44 

 
Potentially modifiable psychosocial barriers to patient 
functioning could include the following:  
 

 Living environment—Homelessness can perpetuate 
chronic illness as the result of environmental exposure and 
virtually non-existent personal hygiene.  

 Support systems—Negative supports on the part of the 
spouse, family, or significant other can impair and even 
worsen functionality.  

 Job—Work place factors have been associated with illness-
related behavior.  

 Finances—Disability compensation can perpetuate illness 
by requiring continuing symptoms and disability for the 
worker to be eligible for benefits.  

 
(VA & DoD, 2009) 

Presenter
Presentation Notes
Not only is there a lack of support systems, many of the support systems are negative supports!!
How can we modify negative support systems? Through education from providers, case managers, educators, caregiver support groups and even through the caregivers themselves.

SM looking for marriage counseling – please teach my wife that I’m not really a scumbag



Contributing Factors to  
Negative Support for SM 
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When caregivers walk in our clinics many are 
often feeling: 
 They have lost 

EVERYTHING 
 Angry  
 Fearful 
 Mournful 
 Resentful 
 Frustrated 
 Misunderstood 
 Lonely 
 Invisible 
 
(Sjolinder, 2014) 

 Burned out 
 Guilty 
 Sad 
 Isolated 
 Jealous 
 Lost 
 Separated from SM and 

all support 
 Their children have lost 

their childhood 



Include the Caregiver in the Care 
Continuum to Increase  

Support for the SM 
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Presenter
Presentation Notes
And reduce Negative Support



Why is the Caregiver Often Not  
Involved in Treatment? 
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 SM’s choice (HIPPA) 
 SM wants to keep 

symptoms hidden 
from provider 
 

 Provider’s choice 
 Family logistics 
 Family in crisis 



Caregiver Perspective of Inclusion 
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 Often unaware of disciplines and services that SM is 
receiving 
 Much of the knowledge of their SM’s care comes 

directly through the SM. 
 Desire to know more about the care their loved one 

is receiving – they want to help and support but feel 
left out 
 Believe that they could “carry over” 

therapies/homework into the home environment 
 Believe that their input is very valuable for the care 

team to know 
 

 

Presenter
Presentation Notes
Examples:
Caregiver may express frustration that SM loved one is lying around, not taking care of things in the house like he used to, showing no initiative. (Initiation issues)
SM is receiving care for cognitive and processing issues – learning how to complete a project in logical order (mowing the lawn example)(sleep hygiene training example)
Often memory loss might make it difficult for SM to remember training, to bring home supporting information
Caregiver may be able to assist SM with tasks if she/he had the information & training on helping with project completion
Once the caregiver/children are educated about and understand their loved one’s deficit, they may be better able to advocate for the SM




Potential Benefits of  
Caregiver/Family Inclusion 
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 Often they knew the SM before their injury and can verify 
cognitive, physical and behavioral changes. 

 They are keenly aware of exhibited symptoms and 
behaviors. 

 They hear their loved one’s unfiltered comments. 
 They may have an instinctive sense of what their loved one 

needs. 
 They have history on the patient. 
 They are sometimes aware of symptoms when the service 

member is not. 
 They are aware of medication reactions that SMs may not 

report to provider. 
 Sense of inclusion may move caregiver from an adversarial 

to an advocacy role, minimizing caregiver’s negativity. 

Presenter
Presentation Notes
Caregivers who are angry and feel they’re not being heard may take matters to a higher level



Methods of Inclusion in Care Continuum 

50 

 Educate providers on the issues facing caregivers and 
their children. 

 Providers encourage patients to be open to caregiver 
participation in care. 

 Develop ways to keep caregiver “in the loop” –  
     - Attending appointments 
     - Providing/developing resources/education for  
   caregivers on specific treatments, symptoms and  
       behaviors 
     - Keeping family informed of medical advances and new  
       research (diminish fears)  
 Assure caregivers that their input is heard and valued. 
 



Exclusion is a Perceived Barrier to Care 

51 

“There still are difficulties with getting treatment, and 
that making sure the caregiver is an equal part of that 
treatment is critical. Thirteen years into it, I need 
people to understand that not all injuries are visible 
and not all barriers to getting to treatment are physical 
barriers. "As a caregiver to a person that suffers 
memory loss, if (doctors) don't talk to me, you get 
half the picture you need for treatment." 
 

Andrea Sawyer, whose husband, Sgt. Loyd Sawyer, was diagnosed with TBI and PTSD, 
spoke firsthand on the difficulties faced by caregivers on June 24, 2015 at the American 

Legion Symposium "Advancing Care and Treatments for Veterans with TBI and PTSD" at the 
Institute of Medicine in Washington, D.C 

Presenter
Presentation Notes
This caregiver perceived that without her input to the provider, her loved one experienced a barrier to care.

Example:
While educating a caregiver, she reported that the biggest issue she and her SM spouse were dealing with was loss of intimacy. It was seriously impacting their marriage. When debriefing the clinical social worker who referred the caregiver for education, it was learned that the SM had never mentioned this as an issue to his providers.



Education as an Intervention  
for Increasing Support  

for Chronic mTBI Patients 
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Presenter
Presentation Notes
And overcoming Negative Support



Decrease Caregiver and Family Isolation 
and Increase Patient Support 
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By: 
 
 Providing TBI symptom and behavioral education 

to the caregiver and child(ren) in both acute and 
chronic phases 

 Teaching the caregiver how to teach TBI 
symptom and behavioral education to extended 
family and friends 

 Participating in support groups 
 



Support Groups Reduce Social Isolation 
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Support groups: The types of support groups 
that have been evaluated include educational 
and friendship enrichment or empowerment 
programmes and discussion groups. The 
research shows that support groups can have a 
positive effect on social isolation if they have 
an implementation period of at least five 
months.  

(Findlay, 2003) 

Presenter
Presentation Notes
Caregivers are afraid of leaving the “Belvoir Bubble” support group
Known issues:
Lack of child support
Often med boarded out before 5 months – PCS’d or retired out to new location



Education for Acute Concussion 
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Early education of patients and their families 
(printed material combined with verbal 
review) is the best available treatment for 
concussion/mTBI and for preventing/ 
reducing the development of persistent 
symptoms. 
 

(VA & DoD, 2009) 



TBI “Facts” According to Caregivers 
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 A life-changing event 
 If not resolved in six months, 

then treatment is needed 
 Will be dealing with it your 

entire life 
 TBIs are cumulative 
 Without treatment, symptoms 

get worse – can lead to death 
(second impact syndrome), 
chronic traumatic 
encephalopathy (CTE) 

 Requires more sleep (tired 
brain) 

 
(Sjolinder, 2014) 

 
 

 TBI and PTSD go hand-in-  
    hand 
 At risk for peripheral damage 
 Impulsivity 
 Causes behavioral issues 

and personality changes 
 Balance and vestibular 

issues 
 Intimacy disappears 
 Visual and cognitive 

processing issues 
 Loss of high executive 

functioning 

Presenter
Presentation Notes
Caregivers do not appear to have received much of any TBI education



What Do You Want to Learn About TBI? 

57 

 How to care for it 
 Best care for best 

function/outcome 
 Adaptive technology 
 Long-term outcomes  

(CTE, dementia, etc.) 
 How to live with TBI 

(family/friends) 
 New medicine/new 

knowledge 

 Long-term care options 
 Transitional care options 
 Community-based 

options 
 How to deal with the VA 

(retirement/Med Boards) 
 How to educate 

family and friends 

(Sjolinder, 2014) 

Presenter
Presentation Notes
Patty H. asking what her husband will be like at 70 y/o



What Do You Want to  
Learn About Caregiving? 
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 Survival skills 
 How to differentiate 

roles (wife vs. 
caregiver) 

 How to accept what has 
happened 

 How to relinquish 
caregiver job without 
losing control of spouse    

care 
 Hand off/share care 
 How to caregive and 

not feel like his/her 
parent 

 How to respond when 
others attack or negate 
invisible wounds 

(Sjolinder, 2014) 

Presenter
Presentation Notes
Caregiver marrying their “new” spouse (same person)
These are topics of learning and discussion for Support Groups



What Do You Want to Learn About 
Caregiving? continued 

59 

 How to maintain sense 
of self 

 How to regain, maintain 
and continue intimacy 

 How to effectively 
communicate with 
providers 

 How to effectively 
communicate with loved 
one during confrontation 

    (de-escalation) 
 How not to take bad 

behavior personally 
 How to manage the 

patient’s need for 
independence, which 
could lead to unsafe 
situations (so we don’t 
have to worry so much) 

(Sjolinder, 2014) 



Symptom and Behavioral Education for 
Caregivers and Families 
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 Screen new patients, their caregivers/families for levels of 
isolation/loneliness and identified for specific education 
follow-up. 

 Determine whether it would be more advantageous to set up 
individual, couples or family education meetings. 

 Review notes, provider summaries. 
 Pull resources that pertain to diagnosis and known issues. 
 Obtain caregiver perspective of issues, behaviors, and 

support. 
 Provide education on these symptoms and behaviors. 
 Suggest ways to apply their “new TBI knowledge” in helping 

to understand and deal with behaviors. 

Goal: Move the caregiver/family from an 
adversarial role to becoming an  

advocate for the patient 

Presenter
Presentation Notes
Educator has time to LISTEN. No notes input after education sessions.
WHO?  DVBIC REC, Case Manager, Clinician, SW

Examples:
Lying around the house, lazy, not taking care of things (never like this before)
Family in Maine (CCU referral), isolated themselves, left husband in charge of 3 y/o
Teenage boy misses Family Home Movie Night
Mom with ADHD young son and 17 y/o with TBI (noisy & irritating little brother)
Older daughter driving Father around (PTSD)
Caregiver convinced SM husband doesn’t love her anymore
Husband doesn’t do anything caregiver asks him to do
Mother & Child dealing with emotional angry outbursts
Teach caregiver sleep hygiene techniques
Caregiver reports loss of intimacy when SM does not report to provider
Reverse: Prevention education to Marine with multiple TBIs still riding motorcycle
SM wants wife to learn he’s not really a douchebag




Couple TBI Education 
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Question to SM:  
“Do you have any problems 
with your memory?” 
 

Answer: 
“No…none.” 

Caregiver’s 
Response: 

Photo courtesy of Pam Sjolinder Photo courtesy of Pam Sjolinder 

Presenter
Presentation Notes
Better success when whole family is together (rather than as a couple), often the SM will feel validated when he/she hears his behaviors explained to family



Case #1 
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 Caregiver mother and 
two sons ages 15 and 
20 
 All distressed that SM 

patient had pulled away 
from family 
 Didn’t understand why 

SM not interested in 
doing things together as 
a family anymore 

 Caregiver worried about 
children 
 Older son trying to be 

parent to make up for 
his father’s “absence” 
 Younger son angry and 

sad – he needs his 
father 

Presenter
Presentation Notes





Case #2 
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 Caregiver with one small 
child 

 Dealing with behavioral 
changes and mood issues 

 SM patient dealing with very 
little sleep; irritable, 
impatient 
 
 

 SM receiving sleep hygiene 
instruction as part of his 
rehab 

 Caregiver claims that SM 
not working on making any 
changes to his sleep 
hygiene at home 

 



Potential Benefits of  
Caregiver Education 
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 More support for the SM patient may reduce factors for 
persistent symptoms and/or poorer overall outcomes. 

 Feeling hopeful about the future 
 Caregiver input helpful to treatment team  
 Assist with treatment compliance 
 Improved family issues may lead to positive lifestyle 

changes. 

http://www.defense.gov/Media/Week-in-Photos/p/1 

Presenter
Presentation Notes
Is caregiver education effective? – Story of SM who requested that his wife receive education to help their relationship



Resources for Caregiver Education  
continued 
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Essential to families 
with a SM/veteran 
with a TBI. Everyone 
in the family is 
affected, and this 
tool will assist during 
this time of transition. 

Coping techniques for 
caregivers and 
families who are 
trying to manage 
stress, anxiety or 
sadness, while caring 
for an injured 
SM/veteran. 

Offers communication 
techniques that can 
help you explain the 
effects of TBI to 
children in a way they 
can understand. For 
every age group, from 
toddlers to teens. 

http://dvbic.dcoe.mil/resources 
Images courtesy of DVBIC  



Resources for Caregiver Education 
continued 
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This fact sheet 
identifies major 
physical, cognitive and 
emotional symptoms of 
concussion and 
provides coping and 
recovery tips. 

This fact sheet addresses 
why symptoms continue 
to persist in some 
patients and how they 
can cope or seek 
additional help. 

This fact sheet defines 
concussion/mild traumatic 
brain injury and posttraumatic 
stress disorder and explains 
how overlapping symptoms 
often occur. It also describes 
why it’s important to seek out 
treatment for both conditions 
and provides helpful advice 
on what to tell your family 
and friends to help in the 
recovery process.  

http://dvbic.dcoe.mil/resources 

Images courtesy of DVBIC  



Resources for Caregiver Education 
continued 
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Mild TBI Symptom Management 
Fact Sheets 

These fact sheets can be used by 
health care providers to educate 
patients with concussion/mild TBI on 
how to manage symptoms related to 
their injury. 
 Behavior, personality or mood 

changes 
 Head  injury and dizziness 
 Headache and neck pain 
 Healthy sleep 
 Memory issues 

 

http://dvbic.dcoe.mil/resources 

Images courtesy of DVBIC  



Resources for Caregiver Education 
continued 
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DVBIC Family and Friends 

Family members and friends play 
an important role in the care and 
rehabilitation of individuals with TBI. 
Explore topics on this site that offer 
help for caregivers, families, and 
friends. 

http://dvbic.dcoe.mil/audience/family-friends 
Image courtesy of DVBIC  



Resources for Caregiver Education 
continued 
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AfterDeployment Website 
 

Information and multimedia resources to 
address common psychological health 
concerns or challenges related to military 
deployments  
 

Website: http://afterdeployment.dcoe.mil  

LifeArmor Mobile App 
 

Provides information on 17 topics related to 
post-deployment to include anger, stress and 
anxiety, and substance abuse. Mobile 
companion to http://afterdeployment.dcoe.mil  
 
Website: 
http://t2health.dcoe.mil/apps/lifearmor 
veterans and military families  
 
Format: Android and iOS  

Image courtesy of National Center 
for Telehealth & Technology 

Image courtesy of afterdeployment 

Presenter
Presentation Notes
AFTERDEPLOYMENT WEBSITE 
Product Description: Information and multimedia resources to address common psychological health concerns or challenges related to military deployments 


LIFEARMOR MOBILE APPLICATION Product Description: Provides information on 17 different topics related to post-deployment to include anger, stress and anxiety, and substance abuse Mobile companion to http://afterdeployment.dcoe.mil 





Resources for Caregiver Education 
continued 
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Cognitive Behavioral Therapy for 
Insomnia (CBT-i) Coach App 
 

Supplemental tool to be used during CBT-I 
between a patient and mental health 
professional to help patients adjust and 
maintain sleep routines and their approach 
to sleep  
 
Download:  
http://mobilehealth.va.gov/app/cbt-i-coach  
 
Website:  
http://t2health.dcoe.mil/apps/CBT-i  
 
Format: Android and iOS  

Images courtesy of National Center 
for Telehealth & Technology 



Resources for Caregiver Education 
continued 
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Concussion Coach Mobile App 
 

Provides users with information about 
concussion, a self-assessment instrument for 
symptoms and their severity, tools to help build 
resilience and manage symptoms, and 
recommendations for community-based 
resources and support  
 

  
Download: 
http://mobilehealth.va.gov/app/concussion-coach  
 
Website: 
http://t2health.dcoe.mil/apps/ConcussionCoach   
 
Format: iOS  

Images courtesy of National Center 
for Telehealth & Technology 



Resources for Caregiver Education 
continued 
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Military Kids Connect ® 
Online community that offers age-appropriate 
resources to support children from pre-deployment, 
through a parent’s or caregiver’s return. Includes 
informative activities, fun games and helpful videos 
 

Website: 
http://militarykidsconnect.dcoe.mil  
 

Military Families Near and Far 
In conjunction with Sesame Street and the 
Electric Company, this website brings families 
together with useful resources and tools for 
military families. 
 

Website: 
https://www.familiesnearandfar.org/resources/injuries/ 
 

Image courtesy of Military Kids Connect® 

Image courtesy of Sesame Street for Military Families 



Resources for Caregiver Education 
continued 
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Big Boss Brain is an unprecedented look into the 
often invisible effects of TBI through the eyes of a 
child, answering questions about the physical, 
cognitive, and emotional/behavioral changes in a 
loved one following a TBI.  

What happens when a parent becomes 
traumatically injured? Our Daddy Is 
Invincible! is based on the true story of a 
Wounded Warrior and American hero and 
his family. 
 
 
Author, Shannon Maxwell 



Resources for Caregiver Education 
continued 
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TBI Recovery Support Program 
 

Program and its recovery support specialists 
provide TBI expertise, support and connection 
to TBI and psychological health services  
 
Brochure: 
http://dvbic.dcoe.mil/sites/default/files/2014_T
BI_RSP_Brochure.pdf 
 
Fact sheet: 
http://dvbic.dcoe.mil/sites/default/files/DVBIC_
TBI_Recovery-Support-
Program_FactSheet_2015-02-19.pdf 
 
Website:  
http://dvbic.dcoe.mil/tbi-recovery-support-
program  
 
Email:  
mrmc.dcoe.TBIrecoverysupport@mail.mil  

Images courtesy of DVBIC 
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Questions? 

 Submit questions via the 
Q&A box located on the 
screen. 
 

 The Q&A box is monitored 
and questions will be 
forwarded to our 
presenters for response. 
 

 We will respond to as 
many questions as time 
permits. 
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Presenter
Presentation Notes
Site provides specific materials: 
- Understanding TBI
- Preventing TBI
- Recovering from TBI

Resources cover topics such as symptom management and returning to school

Medical providers also can access online courses, webinars and clinical recommendations

http://dvbic.dcoe.mil/aheadforthefuture


How to Obtain CE Credit 

 

1. Go to URL http://dcoe.cds.pesgce.com  

2. Select the activity: 8 October 2015 TBI Webinar 

3. This will take you to the log in page. Please enter your e-mail address and password. If 
this is your first time visiting the site, enter a password you would like to use to create 
your account. Select Continue. 

4. Verify, correct, or add your information AND Select your profession(s). 

5. Proceed and complete the activity evaluation 

6. Upon completing the evaluation you can print your CE Certificate.  You may also e-mail 
your CE Certificate. Your CE record will also be stored here for later retrieval. 

7. The website is open for completing your evaluation for 14 days. 

8. After the website has closed, you can come back to the site at any time to print your 
certificate, but you will not be able to add any evaluations. 

certificate, but you will not be able to add any evaluations. 
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Webinar Evaluation/Feedback  

We want your feedback! 
 

 Please complete the Interactive Customer Evaluation 
which will open in a new browser window after the 
webinar, or visit:  
https://ice.disa.mil/index.cfm?fa=card&sp=134218&s=10
19&dep=*DoD&sc=11 

 
 Or send comments to usarmy.ncr.medcom-usamrmc-

dcoe.mbx.dcoe-monthly@mail.mil 
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https://ice.disa.mil/index.cfm?fa=card&sp=134218&s=1019&dep=*DoD&sc=11
https://ice.disa.mil/index.cfm?fa=card&sp=134218&s=1019&dep=*DoD&sc=11
mailto:usarmy.ncr.medcom-usamrmc-dcoe.mbx.dcoe-monthly@mail.mil
mailto:usarmy.ncr.medcom-usamrmc-dcoe.mbx.dcoe-monthly@mail.mil


Chat and Networking 

 
Chat function will remain open 10 minutes after the 
conclusion of the webinar to permit webinar attendees to 
continue to network with each other. 
 

82 



Save the Date 
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Next DCoE Traumatic Brain Injury Webinar: 
ICD-10 Coding for Traumatic Brain Injury  
November – To Be Announced 
 
  

 
 
Next DCoE Psychological Health Webinar: 
Pharmacology in the Treatment of Behavioral Health Conditions 
October 29, 2015; 1-2:30 p.m. (ET)  
 
 
 
 



DCoE Contact Info 

DCoE Outreach Center 
866-966-1020 (toll-free) 

dcoe.mil 
resources@dcoeoutreach.org 
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