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Disclosures

• Much of this talk is based on 
my personal experience

• There is not a lot of science! 
• Gratuitous pictures of my 

husband and pets



Our Story… 2023

• 7/11 – Seizure
• “Brain inflammation”

• 8/23 – Biopsy
• “1/10 do not recommend 

brain surgery”
• 8/28 – High Grade Infiltrative 

Astrocytoma
• 8/30 – NeuroOnc, RadOnc
• 9/12 – Start treatment



Diagnosis –
Now What?

• Early engagement of 
Palliative Care

• Who initiates this?
• Early discussions of 

goals
• NeuroOnc Social Worker



Hospice

• Referral 
• When? Who? How do you decide?

• What do we need to know?
• How long does it take?
• My takeaway:

• Woefully uneducated
• Surprisingly difficult
• Emotions!



Hospice… 2024

• Enrolled - 7/1
• Expectations
• FMLA
• Communication
• Community





Expectations 
≠ Reality



Caregiving 101



Caregiving 101



Family and 
Friend 
Support



Jonathan Akers 
5/28/81 – 7/26/24



Caregiver 
Experiences 



Informal Narrative 
Research

• Widows of GBM Facebook
• Very limited time frame
• Query: What would you tell 

hospice providers about 
your experience?

• Evaluated for themes



Earlier Engagement

Please tell them to call hospice in 
sooner rather than later.

Everything about Hospice is 
wonderful. As others have said, 
call hospice in sooner than later 

Palliative care was amazing!!!! I 
just wish we had enlisted their 
services sooner rather than later. 



Expectations
I wish I had known that hospice doesn’t have people to come 
sit with you in their final hours. I didn’t know I would have to do 
that alone.

since my husband started hospice on a Friday they wouldn't 
give us any supplies because "it's the weekend." They said 
they would bring supplies on Monday. He died on Sunday.

I was told they don’t deliver drugs in the middle of the night. 
Wish I knew it before he was dying. 

I was surprised at how much the hospice team was there to 
assist me as much as my husband.

I also came into, in home hospice with the expectation that I 
would have received more hands on assistance. Which also 
was not the case. 



Communication
We did have pain meds but with a poor plan to administer 
them since my husband was barely able to swallow. 

…conversation about palliative care vs comfort measures 
only vs hospice is important…being as transparent about 
what those terms mean with the boundaries of what is and 
isn’t allowed within those terms... 

Our experience with hospice was impersonal and 
detached 

Spouses really need to hear that there is not any assurance 
of time with GBM so we need to do and say all that’s 
important early in diagnosis . 



Staffing
…the hospice was incredibly 
understaffed at night and it was 
hard to get someone

When my husband had a seizure it 
took hours to get any response.

I wish I had known that nothing is 
considered an emergency. 



Bereavement
Our hospice was great BUT the aftercare was 
horrible.
Hospice were not supportive to myself or our 
children 
They promised lots of follow up in the month 
after but didn’t show, call, etc

They also told me in the beginning, that they 
would be here to support me and our children 
for the first year, and they were not. They 
never reached out after he passed. 



Literature









Closing Thoughts



Never assume a caregiver’s 
knowledge base or comfort level.

Consider everyone learns 
differently.

Cognitive overload is real.
 
Caregivers don’t know what is 
“required”.

Consider ‘emergency care’ kits 
similar to emergency med kits. 



Questions / 
Discussion



Thank you!
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