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BACKGROUND & OBJECTIVE

METHODS

RESULTS

CONCLUSIONS

NEXT STEPS

Brain cancer is a devastating diagnosis with poor prognosis. There 
is no cure, and treatments extend life for only a minimal amount 
of time, suggesting the need for evidence on optimal models of 
palliative care. 

The purpose of this project was to develop a partnership of stakeholders 
in the care of people with brain cancer, including neuro-oncology and 
palliative care, to inform research prioritization, study design, and 
implementation and dissemination of findings.

Stakeholder Engagement Methods & Frameworks
Applied the 7P framework1 (patients and the public, providers, 
purchasers, payers, policy makers, product makers and principal 
investigators) and analytic-deliberative model of stakeholder 
engagement to identify and engage stakeholders in improving the 
quality of life for people with brain cancer and their care partners. 

STAKEHOLDER TYPES
Brain tumor patients (2)
Care partners (3)
Social psychologist/health services researcher 
(PhD)*
Oncology and palliative care social worker  
(MSW, ACSW, LCSW, OSW-C)
Nurse scientist (PhD, RN)
Neuroscience nurse (RN)
Neuro-oncologist (MD)
Neuro-surgery nurse specialist (RN)*
Palliative care physician (MD)
Physician informaticist (MD)*
Research coordinator, advocacy organization
Representative from insurer*
Research assistant (MSW)
* = two-fers (have personal connections to 
brain tumor patients)

Literature Review
Used literature review and expert consultation 
to identify evidence gaps regarding palliative 
care and patient-centered outcomes. 

Design Thinking with  
Ethnographic Interviews
Hired a consultant to conduct ethnographic 
interviews, which then informed a “Design Thinking” 
workshop where stakeholders designed “models of palliative care” and 
identified unmet needs among people with brain cancer and their 
care partners. Ethnographic interviews were conducted with non-
stakeholders and included: glioblastoma patient (1), care partners of 
glioblastoma patients (2), palliative care doctor (1), neuro-oncologist 
(1), neuro-pathologist (1), and a group interview with a neuro-
oncologist, nurse, and social worker (1).

Tweet Chats
Collaborated with #HPM (hospice and palliative medicine) and #BTSM 
(brain tumor social media) communities to conduct two (2) one-hour 
tweet chats in spring 2018 using Twitter, and used qualitative data 
analysis methods to identify themes on models of care and patient-
centered outcomes to inform research prioritization for this project. 
See results of the tweet chats on poster entitled, “Virtual stakeholder 
engagement in brain cancer palliative care research: A qualitative 
analysis of #HPM and #BTSM tweet chats.”

Research Prioritization
Major gaps in evidence were identified through iterative discussions 
and consultation with key opinion leaders in palliative care and neuro-
oncology.
1 Concannon, T.W., Meissner, P., Grunbaum, J.A. et al. J GEN INTERN MED (2012) 27: 985. https://doi.org/10.1007/
s11606-012-2037-1

Brain Cancer Quality of Life Collaborative
• Established the Brain Cancer Quality of Life Collaborative, a 

robust and committed partnership of people with brain cancer, 
care partners, health care providers in palliative care and neuro-
oncology, brain tumor and palliative care research collaboratives, 
advocacy organizations, payers, and researchers from major 
institutions with expertise in pragmatic trials, communications, 
and neuro-palliative care

• These partners bridge existing siloes in neuro-oncology and 
palliative care

Evidence Gaps
• There is need for effectiveness research on early palliative care for 

brain cancer
• There is a need for research on communication strategies around 

the value of palliative care with both neuro-oncologists as well as 
patients and families

Side Quests (unintentional snowball sampling)
Made connections with a variety of leaders in palliative care and 
neuro-oncology resulting in unexpected conversations

Elements of Palliative Care for Brain Cancer
Palliative care for brain cancer may differ in key ways from other cancers, 
including the need for involvement of neurology to address cognitive 
and neurological deficits and the need for care partner services

• Existing models of palliative care tend to focus on symptom and 
pain management

• Palliative care for brain cancer is unique from other cancers, 
including the need for involvement of neurology to address cognitive 
and neurological deficits and the need for care partner services

• Evidence is needed on models of palliative care for brain cancer 
that address psychosocial, cognitive/neurological, and emotional 
challenges

• The perception exists that neuro-oncology clinicians already provide 
palliative care; communications should focus on the potential value 
of a multidisciplinary care team to address needs beyond pain and 
symptom management

• There are few strong networks of stakeholders and health systems 
needed to conduct multi-site trials for palliative care in brain cancer

• There is a need for both trial design as well as messaging refinement 
that is acceptable for patients, care partners, neuro-oncologists and 
palliative care specialists

• Identify principal investigators for Phase 2 of this work to help us 
work on the evidence gaps

• Build a neuro-oncology/palliative care research network 
(recruitment to include additional outreach to patients and  
care partners)

• Apply for funding to convene research network participants
• Work with network to collect data from small palliative care pilots

	
 
Quick Overview 
 
Glioblastoma: 

• Glioblastoma (GBM) is an uncommon tumor of the central nervous system—

approximately 16% of all brain tumors are glioblastoma 

• Treatment includes a multimodality approach comprised of surgical resection, 

post-operative radiotherapy, and concurrent adjuvant chemotherapy with or 

without tumor-treating fields (i.e., Optune) 

• About 20% of patients are not candidates for optimal multimodality treatment 

• In the U.S., management of GBM is primarily provided by neuro-oncologists 

• Patients with GBM often present with a combination of physical, cognitive, and 

general cancer symptoms 

Palliative Care: 
• Palliative care does not primarily aim to prolong life or cure disease but to relieve 

patient symptoms and to sustain or improve functioning and quality of life 

• Palliative care encompasses patients’ symptoms and needs (e.g., physical, 

mental, social, and existential or spiritual) throughout the journey of a life-

threatening disease 
• The World Health Organization definition of palliative care states that it “is 

applicable early in the course of illness, in conjunction with other therapies that 

are intended to prolong life” 

 
Literature Review Summary: Glioblastoma & Palliative Care 
 
Lin and colleagues (2012, Italy) reviewed the evidence for palliative care utilization 

within neuro-oncology, with a specific focus on glioblastoma. The authors highlighted the 

need for an interdisciplinary approach to improving treatment outcomes but quickly 

acknowledged the omission of palliative care in most interdisciplinary teams.  

• The limited data on palliative care in neuro-oncology made it necessary for the 

authors to take a look at other diseases as a reference, in particular for 

management of symptoms related to respiratory, renal, and cardiac failure. The 

authors reported that palliative care data regarding neuro-oncologic diagnoses 

other than GBM are even more rare. 

• An end-stage GBM-specific study looked at costs associated with hospitalization 

of dying patients—and they found a significant difference: home-based palliative 

care patients cost just 2% of those for non-palliative care (517 euros vs 24,076 

euros per patient hospitalization). (View full paper.) 

Mummudi and Jalali (2014, India) described the current state of hospice and palliative 

care across countries, professionals and cultures. They described the grouping used by 

the International Observatory on End of Life Care to categorize countries based on 

hospice activity. Groupings included: No known hospice-palliative care activity; Capacity 

building activity; Isolated and generalized hospice-palliative care provision; Countries 

where hospice-palliative care services are at a stage of preliminary integration into 

mainstream service provision; and Countries at a stage of advanced integration into 

mainstream service provision. They also brought up the association found between 

palliative care and human development, in that more developed countries are in the 

process of integration of palliative care services. (View full paper.) 

What is design thinking?
“Design thinking encourages 
organizations to focus on the people 
they’re creating for and leads to 
human-centered products, services, 
and internal processes. The core of 
design thinking is getting actionable 
and knowing your questions.” 
https://www.ideou.com/blogs/inspiration/
what-is-design-thinking

3 Themes from  
Ethnographic Interviews
1. Palliative care specialists believe 
they should be part of the team caring 
for brain cancer patients and not be 
brought in when patients reach the 
point of needing end-of-life care 
(hospice).

2. Patients and care partners don’t 
clearly understand what palliative care 
is and often associate it with hospice.

3. The ‘team’ of clinicians believe they 
are providing/offering palliative care 
to the patient from the very moment 
they come under their care.

What’s in the “secret sauce” of palliative care for brain cancer?
ELEMENT POSSIBLE INTERVENTIONS
Challenging behaviors (e.g., personality changes, 
frontal lobe disinhibition, tangentiality,  
circumlocution)

caregiver support (CBT), caregiver education, 
neuro-psychology baseline testing

Epilepsy/seizure management neurologist, neuro-oncologist, anti-epilepsy 
drugs, medications for break-through seizures, 
seizure emergency planning, training patients/
care partners on what to do in case of a seizure

Headaches pain management specialists, neurologists
Pain pain management specialists, neurologists
Depression and anxiety neurologists, neuro-psychologists,  

therapists trained in managing anxiety  
related to life-threatening/limiting illness, 
medication management (if needed)

Lack of preparation for end-of-life, mortality aware-
ness, existential distress

advance care planning, power of attorney help, 
anticipatory guidance

Caregiver distress caregiver support, individualized assessment 
with tailored interventions based on needs

Functional limitations (e.g., speech, movement, ADLs, 
urinary incontinence)

rehabilitation, physical therapy,  
occupational therapy

Cognitive dysfunction (e.g., confusion, disorientation, 
memory loss, language/speech)

neuro-psychological evaluation, cognitive  
remediation if appropriate, caregiver education, 
fatigue management, energy conservation

Changes in sexuality, intimacy loss psychotherapeutic and psycho-educational  
interventions, pharmacologic and device  
therapies, prescription pharmacologic  
interventions

Grief over loss of identity (e.g., work, meaningful 
experiences, driving, independence) and things 
previously enjoyed and/or able to do (patient, care 
partner, family)

therapist, palliative care doctor, palliative care  
social worker, palliative care chaplain

Survivorship (e.g., adjusting to life, preparing for 
changes over time)

survivorship care plans, medical psychologists 
(focuses on how mental, emotional, and social 
factors affect a person's physical well-being)

Financial toxicity financial navigators, social workers
Legal challenges advance care planning, power of attorney help
Healthcare navigation distress care coordination
Resilience and coping, post-traumatic growth  
(including dyadic coping with caregiver)

therapist, social worker, chaplain

Changes in close relationships including change  
in relationship between patient and caregiver, 
need for additional dependence on broader social 
network for support

communication interventions, discussions 
about social network resources and  
additional needs, social worker

Caregiver/care partner satisfaction therapist, social worker
Diagnostic and prognostic awareness palliative care doctor
Complementary and alternative/integrative medicine, 
nutrition (e.g., cannabinoids)

palliative care doctor

Other physical symptoms, nausea, vomiting,  
constipation

palliative care doctor and team

Psycho-spiritual distress, existential/suffering,  
mortality salience

"terror management," social workers, chaplains 

Bolded items were deemed “most important” by patients and care partners.
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Pace et al. (2017, European Association of Neuro-Oncology) summarized research 

findings to provide evidence-based guidelines for palliative care in adult patients with 

glioma, with the aim of improving the quality of palliative care, particularly in the final 

stage of disease. This paper was a report of the systematic review conducted by the 

multidisciplinary palliative care task force of the European Association of Neuro-

Oncology (EANO) and covered topics that included: pain/headache, epilepsy, venous 

thromboembolism, fatigue, mood and behavioral disorders, rehabilitation for neurological 

deficits, cognition, patient/caregiver needs, delirium, nutrition/hydration/respiration at the 

end of life, and advanced care planning. (View full paper.) 

 
Philip eta l. (2017, Australia) described the process to develop a high grade glioma 

framework of supportive and palliative care informed by needs reported by patients, 

families, and health care professionals. 
 

 

(View full paper.) 
 
Walbert (2014, USA) conducted a literature review focusing on the integration of 

palliative care, hospice care, and end-of-life care into neuro-oncology practice. The 

article described delivery models for palliative service, timing of palliative care 

involvement, and end-of-life symptoms in patients with brain tumors. (View full paper.) 

 
Walbert et al. (2017, USA) also conducted a survey of neuro-oncology providers to 

determine the impact of provider level training and gender on the utilization of palliative 

care and hospice in neuro-oncology. 
• 57% referred patients to palliative care when symptoms required treatment 

• 18% referred patients at end of life 

• 51% of all providers felt comfortable dealing with end-of-life issues and 

symptoms 
• 33% did not feel comfortable dealing with end-of-life issues and symptoms 

• 51% percent preferred a service named “Supportive Care” rather than “Palliative 

Care” (MDs >midlevel providers, p < 0.001) 

• 32% felt that patient expectations for ongoing therapy hindered their ability to 

make palliative care referrals 
• Women with a formal training in neuro-oncology and palliative care—and a 

medical versus surgical neuro-oncology training—were significantly associated 

with hospice referral, comfort in dealing with end-of-life issues, and ease of 

access to palliative care services. (View full paper.) 
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