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First Off, Welcome! 

We appreciate you taking the time out of your weekend to learn more about the 
organization and how you can help yourself and family navigate life post Brain Injury

Whether it has only been a few weeks or months, or if you/ your family member has 
been a BI survivor for years, we appreciate your presence. 

Today we are going to talk about caring for you! This breakout session is mainly 
geared towards caregivers, carepartners, family, friends, etc. However, these topics 
can be applicable for survivors as well

This is a judgement free zone, I want to create an environment that is welcoming and 
you can feel free to share, listen, and learn about how caring for you, is pivotal as your 
role as carepartner. 
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A Little About Me
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What is Compassion Fatigue? 

The term was coined by Carla Johnson in 1992 and 
further defined by Charles Figley who described it as 
“a state of exhaustion and dysfunction, biologically 
physiologically and emotionally, as a result of 
prolonged exposure to compassion stress.”

Do you have 
Compassion 
Fatigue? 

We are going to take a 
little quiz-self inventory

Feel free to close your eyes or keep them open, use your hands to keep track! 
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Compassion Fatigue 

We typically see Compassion Fatigue amongst those whose professions lead to prolonged exposure 

to other people's trauma. I.e. Healthcare workers, teachers, caregivers. These type of workers can be 

vulnerable to compassion fatigue, also known as secondary or vicarious trauma; they can experience 

acute symptoms that put their physical and mental health at risk, making them wary of giving and 

caring

Those who regularly experience vicarious trauma often neglect their own self-care and inner life as 

they struggle with images and stories that can’t be forgotten. Symptoms of compassion fatigue can 

include exhaustion, disrupted sleep, anxiety, headaches, stomach upset, irritability, numbness, a 

decreased sense of purpose, emotional disconnection, self-contempt, and difficulties with personal 

relationships.

Caregivers as it relates Compassion 
Fatigue

Compassion fatigue is the traumatic stress experienced by those who are spending 

significant time taking care of a loved one who is sick or in distress. When someone you 

know or love is going through a very hard time, that persistent empathy can cause 

compassion fatigue.

Most of the time, those who experience compassion fatigue are healthcare professionals 

like nurses or caregivers. But, it can also affect other individuals, like those who live with 

someone who is suffering. These feelings can even be triggered for people who regularly 

view content where people are in distress, like on social media or TV.
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Is Compassion Fatigue the same as 
Burnout? 

Short Answer- No

Long Answer- They have similar symptoms when compared to burnout, but 
Compassion fatigue is the strain of feeling for another’s pain, while feeling drained 
from everyday stressors like work and childrearing results in burnout.

Compassion Fatigue vs. Caregiver Burnout

If  you aren’t sure if what you’re experiencing is compassion fatigue, keep in mind: caregiver burnout and 

compassion fatigue are sometimes confused to be the same condition. They both stem from spending time with 

someone in physical or emotional distress.

While caregiver burnout is specific to caregivers, compassion fatigue is more general and is characterized by 

feeling overwhelmed by the suffering of others. Compassion fatigue used to mostly plague health professionals 

who were constantly near people suffering, but with the rise of the Internet and smartphones, it can now impact 

anyone.

Common symptoms of compassion fatigue are: feelings of burden, isolation, guilt, insomnia, trouble concentrating 

and a sense of hopelessness. Some more severe symptoms can include depression and substance abuse.

Symptoms of caregiver burnout tend to be more related to the active stress of physically taking care of someone: 

body aches, migraines, severe exhaustion, depression, isolation and anxiety attacks.

Compassion Fatigue Truly Can Be Healed
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Based on the model created by 
Baranowski and Gentry, here are the five 
stages of compassion fatigue

1. The Helping Role- This is the initial stage characterized by excitement and enthusiasm for helping others. While 

positive, it requires monitoring to ensure we don't go overboard.

2. Denial - We begin to feel irritated or annoyed but push through because we identify as "the helper," often leading us 

to pour from an empty cup.

3. Intrusion - Symptoms become severe enough to affect our ability to function. This includes intrusive thoughts, 

nightmares, flashbacks, and physical symptoms like nausea or tension.

4. Irritability and Withdrawal - Feeling overwhelmed, we tend to isolate, ignore communications, and take time off work. 

We may become easily agitated and on edge.

5. Exhaustion and Burnout -We have no compassion left and feel tired all the time, even if we sleep or try to practice 

self-care. We are completely depleted.

How Can We Combat Compassion 
Fatigue? 

● LEARN TO SET BOUNDARIES- define what you will and will not do, no double booking/ 
overcommitting on “days off”. Place boundaries with social media or “triggers”.  Decompressing 
after exposure. 

● Rest and Relaxation- Take real breaks and ensure you get adequate sleep. Practice Journaling and 
mindfulness medication. 

● Engage in activities that you enjoy- reconnect with hobbies you once loved or engage in activities 
that spark joy in your life- especially outside of your caregiving responsibilities. 

● Seek support- connect with your friends and family. “If you want a village you have to be willing to 
be a villager”. Consider professional help to address the emotional toll. 
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Caregiver- More Than Just A “Job”

As a caregiver your role could include: 

- Helping with a daily routine like toileting, bathing, getting dressed or brushing hair.

- Preparing meals.

- Completing housework.

- Medication management (tube feedings, diet recommendations, communicating with pharmacies) 

- Managing finances. (POA, Guardianship)

- Transportation 

- Monitoring health and Advocating/ Communicating their needs to other providers

The main responsibility of a caregiver is to make sure the person within their 
care is safe and healthy.

Caregiver Burnout

From the cleveland clinic: “Caregiver burnout is a state of physical, emotional and 
mental exhaustion that happens while you’re taking care of someone else”

Caregiver burnout is very common. Studies show that more than 60% of caregivers experience 
symptoms of burnout.

13

14



Care for You

8

Caregiver Burnout

Caregivers who experience burnout may feel tired, stressed, withdrawn, anxious and 
depressed. Caregiver burnout can impact a person in various ways, including physically, 

psychologically, financially and socially.

Burnout feels like a candle that ran out of a wick — it doesn’t have what it needs to 
continue to provide light. It can occur when you don't get the help you need personally, as 
you devote all of your time and energy to helping someone else. It can also happen when 

you try to do more than you’re able to, emotionally, physically or financially.

Your health and well-being matter just as much as the person you’re caring for. It’s 
important to know the signs and symptoms of caregiver burnout so you can get the help 

you need when you need it most.

Am I Burnt Out? 

Physical symptoms:

Rapid change in weight or appetite, Body aches, Migraines or persistent headaches, Getting 

sick more often and for longer, Exhaustion you can’t shake, regardless of sleep

Emotional symptoms: 

Feeling hopeless, like your stress will never end, Depression, Anxiety/Panic attacks

Feeling betrayed or alone, Isolating yourself, Low self-esteem, worthlessness
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What Causes Caregiver Burnout- Am I Just 
Complaining?
The three most common causes of caregiver burnout include: the burden of the actual caregiving tasks, self-inflicted pressure and lack of 

adequate rest.

Caregiver burnout happens when you devote the majority of your time, energy and resources to taking care of others that you neglect, forget 
or aren’t able to take care of yourself. 

Factors that can contribute to caregiver burnout include:

● Role confusion: Quickly stepping into a caregiver role can cause confusion. It can be difficult for you to separate your role as a 
caregiver from your role as a spouse, friend, child or other close relationship. Unclear roles can also emerge when multiple family 
members are assisting in a loved one’s care, which leads to increased stress for everyone.

● Varied expectations: Many caregivers believe that their involvement will have a positive effect on the health and happiness of the 
person within their care and themselves. The reality is that caregiving is challenging. It can be extremely rewarding while also being 
stressful. It’s difficult to balance these expectations while caregiving.

● Lack of control: You may feel frustrated or held back by a lack of finances, resources or skills needed to effectively plan, manage and 
organize your loved one's care.

● Too many responsibilities: Sometimes, caregiving can feel like you’re juggling too many obligations at once. Many caregivers 
experience stress because they see their role as their sole responsibility, even if it’s too much for one person to realistically handle. 
Others, possibly within your or the person within your care’s family may place more, unwanted stress on you as the primary caregiver.

● Not realizing burnout is happening: Many caregivers can’t recognize when burnout happens. This can impact the quality of care you’re 
able to provide.

Caregiver Quick Facts

In an average month, caregivers spend this much time assisting their loved one:

● 13 days shopping, preparing meals, cleaning the house, driving and giving medication
● 6 days feeding, dressing, grooming, walking, bathing and assistance toileting
● 13 hours researching care services and disease information, coordinating doctors’ appointments and managing finances

Another cause of burnout is pressure. Pressure comes at care providers from all sides, However, the main source of this tension 

actually comes from the caregivers themselves. Roughly half of caregivers report feeling like they don’t have a choice about 

performing clinical duties and that this feeling is self-inflicted. They feel like caregiving is a personal responsibility because no one 

else can do it or because financial constraints prevent them from getting professional assistance.

When caregivers forego the physical and mental care they need themselves, burnout is basically inevitable. This can look like 

consistently getting less than 7-8 hours of sleep, having trouble finding time to eat regular meals and spending little to no time on 

vacation, with friends or partaking in hobbies. It’s an unfortunate statistic that unpaid caregivers report positive activities in their 

respective daily lives have been reduced 27.2% due to their responsibilities.
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If I Don’t Fill My Cup, What Could 
Happen?

There has been research over the long-term effects of caregiver burnout. It has shown that being a 
caregiver can affect your ability to care for yourself and when one experiences burnout it can 
exacerbate the inability to properly care for yourself and others.  Caregiving for long periods of time 
can especially increase the risk of burnout and vulnerability to physical and mental health conditions. 
You may find yourself delaying preventive check-ups with your healthcare provider, or worse, delaying 
necessary treatment for a chronic medical condition due to your caregiving responsibilities. If mental 
health symptoms, such as depression or anxiety, are left untreated, quality of life reduces for both you 
and your loved one. Your loved one’s well-being can also decline. In rare and severe cases, extreme 
stress and depression from burnout may be life-threatening to caregivers.

Tips to avoid and recover from caregiver 
burnout
1. Find support from your community (i.e. friends, neighbors, church community, 

parents, support groups, facebook communities)
2. Do a daily check-in 
3. Shown yourself the same appreciation you would give to others. 
4. Practice Forgiveness and gratitude (journal, counselor) 
5. Accept help from others 
6. Find hobbies to help de-stress
7. Stay or get organized
8. Minimize decisions
9. Talk with a licensed professional. 
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Respite Care

Respite care is a temporary break for primary caregivers. You can schedule respite care to give 
yourself a break from caregiving for a few hours, a few days to several weeks. Respite care for the 
person within your care can happen at home, in a healthcare facility or an adult care center,

Respite care is extremely beneficial for a primary caregiver. It can help you relax and find a balance 
between your responsibility as a caregiver and your personal life.

Many community organizations offer respite care services. In addition, you can contact the ARCH 
National Respite Network and Resource Center (U.S.) to learn more about what resources are 
available in your area.

Can caregiver burnout be prevented?

Yes- but it requires proactive care and continuous monitoring. 

● Find someone you trust. It helps to talk about your feelings and frustrations with someone else. Join a support group.

● Set realistic goals. Learn to delegate- set a routine-know your limits and be honest with yourself about your situation. Recognize 

and assess your risk for burnout.

● Be a student-Learn more. You may feel more comfortable providing care when you have the knowledge and understanding of 

the illness or condition that affects the person you’re caring for. 

● Acknowledge that there may come a time when they require nursing services or assisted living outside the family home.

● Take care of yourself. While you’re taking care of someone else, make sure your needs are met first. It’s the same concept that 

you hear in airline safety demonstrations: Put your oxygen mask on before helping others. Set aside time for yourself, even if 

it’s just an hour or two. Taking care of yourself isn’t a luxury. It’s an absolute necessity for caregivers.

● Eat well. It’s easy to forget to eat three complete meals each day when you’re providing for someone else. Eating healthy foods 

keeps your energy up so you perform at your best. 

● Accept your feelings. Having negative feelings — like frustration or anger about your responsibilities or the person you care for 

— is normal. It doesn’t mean you’re a bad person or a bad caregiver. If your feelings are overwhelming, reach out for help.
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I Love a Metaphor- Caring for ourselves is 
easier said than done. But we cannot 
pour from an empty cup. 

Questions

- Now we are going to move into a more Q & A, open forum style where you can 
ask questions, share experiences, find commonalities. As mentioned before 
this is a judgment free 

Feel free to use this link or code to anonymously submit!

https://forms.gle/SSYNRZRctUCPVzQd8
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Support groups and Resources- See Flyer!

St. Louis City Support Group – First Monday of the Month
In-Person: The St. Louis City Support Group meets the first Monday of each month at 3:00 pm. Meetings are held at the 
Cortex One Building, 4320 Forest Park Avenue, Suite 302, St. Louis, MO 63108.

St. Louis North Support Group – Third Wednesday of the Month
In-Person: The St. Louis North Support Group meets the third Wednesday of each month at 7:00 pm. Meetings are held at 
the Brain Injury Association of Missouri Office, 2265 Schuetz Rd, Saint Louis, MO 63146.

St. Louis South Support Group – Every Second Sunday and Fourth Tuesday of the Month
Online: The St. Louis South Support Group will hold an online Support Group on the second Sunday each month at 6:00 pm.
Please RSVP to receive the log-in details for the Support Groups by emailing Info@biamo.org or calling 314-426-4024.

In-Person: The in-person meeting will be the fourth Tuesday of each month at 7:00 pm in the St. Clare Health Center 
Conference Center (Downstairs), 1015 Bowles Avenue, Fenton, MO 63026.

Resources Cont.
Brain Injury Foundation of STL- Dura Mater Clubhouse- Located in the BIFSTL building at: 7850 Manchester Rd. 
Maplewood MO 63143- Being the first and only brain injury clubhouse in Missouri, the Dura Mater Clubhouse is a 
work ordered, structured day program that offers individuals the opportunity to develop skills & knowledge that 
help navigate and succeed in daily life and gain job readiness skills for a return to work. The clubhouse model is 
one where Members perform the work necessary for daily clubhouse operation.

Aphasia Recovery Connection (ARC) is a non-profit organization and the world's largest online support group 
dedicated to supporting people with aphasia, a communication disorder caused by stroke or brain injury. ARC 
focuses on ending the isolation of aphasia by building a community that fosters hope, connection, and shared 
experiences. 

Aphasia Connect: This program offers twice-per-month conversation groups (45 minutes each) in a safe, small-
group setting designed for all communication styles, including talking, writing, and gesturing.
Online Support Group: Their Facebook group connects over 13,000 members.
Virtual & In-Person Events: ARC organizes daily video conferencing calls, webinars, and in-person aphasia cruises 
for networking and social interaction.
"Talk Tools": They provide downloadable visual aids and "Talk Tools" to help individuals communicate in their daily 
lives.
Educational Resources: ARC offers informational sessions for families and friends to learn about aphasia. 
https://aphasiarecoveryconnection.org/

25

26



Care for You

14

Recommended Books

Over My Head: A Doctor’s Own Story of Head Injury from the Inside Looking Out by Claudia Osborn
Physician Claudia Osborn suffered a TBI when hit by a car while riding her bike one night. Her book describes her rehabilitation process using a mix of her memories, 
passages taken from her personal notebook, as well as her friends’ journals. Her medical background allows her to combine objective medical knowledge with her own 
emotions in an enlightening tale of recovery.

Identity Theft: Rediscovering Ourselves After Stroke by Debra Meyerson
Stanford professor Debra Meyerson documents her own journey to recover from a severe stroke that initially left her physically incapacitated and unable to talk. She also 
writes about the emotional side of recovery, discussing questions like “Who am I now?” and “How do I rebuild a meaningful and rewarding life?” In the author’s own words, “I 
sincerely hope Identity Theft becomes an important resource to help people recovering from stroke, navigating a changing identity for other reasons, or supporting those who 
are.”

Where is the Mango Princess? A Journey Back from Brain Injury by Cathy Crimmins
This is a personal, heartbreaking, and sometimes even humorous account of the effects of traumatic brain injury (as a result of a boating accident) on the author’s husband 
Alan – on herself as his caregiver – learning to accept the “new” Alan and on their family.

The Man Who Lost His Language: A Case of Aphasia by Sheila Hale
When Sir John Hale suffered a stroke that left him unable to walk, write or speak, his wife Sheila researched everything about his condition that she could get her hands-on, in 
an attempt to restore his old life. Her book tells the story of Hale’s stroke and their experience the UK’s National Health Service, as well as what Sheila learned about aphasia 
treatment.

Healing the Broken Brain: An Essential Guide to Stroke Recovery: 
Healing the Broken Brain is a Q&A guide for stroke survivors and caregivers, co-authored by psychotherapist Dr. Mike Dow, his stroke survivor brother David Dow, and 
speech-language pathologist Megan Sutton, featuring answers from various healthcare experts to 100 common questions about stroke recovery, covering medical, emotional, 
and practical aspects from prevention to long-term rehabilitation
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