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Abstract: Navigating care for patients with cancer can be overwhelming considering the 
multiple specialists they encounter and the numerous decisions they must make. For patients 
with glioblastoma (GBM), management is further complicated by a poor prognosis, feelings 
of isolation, urgency to treat, and cognitive decline associated with this rare and progressive 
disease. For these reasons, it is imperative that shared decision-making (SDM) be integrated 
into standard practice to ensure that the risks and benefits of all treatments are discussed and 
weighed with the patient’s expectations and goals in mind. In this manuscript, the importance 
of SDM in GBM and the potential benefits to the practice and patient are discussed from the 
unique perspective of advocacy leaders. Their insights from interactions with patients and 
caregivers provide a template for empowering patients, improving patient-physician com-
munication and understanding, and reducing patient and caregiver anxieties. Ultimately, 
increased SDM may lead to a better quality of life and improved treatment outcomes. 
Keywords: patient advocacy, advocacy organizations, patient-centered care, brain tumor, 
oncology

Introduction
For patients with glioblastoma (GBM), the practice of shared decision-making 
(SDM) can lead to improved patient quality of life (QoL) and better patient 
outcomes.1,2 The importance of evaluating the patient perspective on symptoms 
and care is widely recognized in oncology, and efforts in neuro-oncology are 
increasingly focused on implementation of appropriate patient-reported outcome 
(PRO) assessments in clinical trials and clinical practice,3,4 and development of 
a patient-centric care framework involving PROs and patient advocacy groups.5 

Advocacy groups have a unique window into the patient experience through their 
interactions with patients who have brain tumors and can provide insights into key 
elements that help to define an effective SDM process. These elements include the 
importance of incorporating the “patient voice,” asking the patient what is impor-
tant to them and what their QoL looks like, presenting all treatment plans to the 
patient to help them determine their best individual treatment plan, and asking the 
patient how they feel about their treatment plan.

Because of the importance of SDM in treating GBM, brain-tumor patient 
advocates met in the spring of 2019 to discuss how to effectively implement 
SDM into practice. This article summarizes brain-tumor patient advocates’ per-
spectives on SDM and should help to inform health care providers (HCPs) who 
treat patients with GBM. Brain-tumor patient advocates feel SDM is key to driving 
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patient-centered care, and this article identifies how HCPs 
can and should incorporate SDM into every level of treat-
ment for all patients with GBM.

Background
Healthcare decision-making processes fall along 
a spectrum from paternalism, a more traditional model 
that relies on physician technical competence, moral sen-
sitivity, and control to make treatment decisions on behalf 
of patients,6,7 to informed choice, in which the patient 
makes his/her own decision.7 SDM represents the “middle 
ground” between these extremes.7 SDM is also distinct 
from Advanced Care Planning (ACP), which aims to 
involve patients and caregivers in planning for eventual 
palliative and end-of-life care,8 and from palliative care, 
which aims to relieve patient symptoms and patient and 
caregiver distress and improve quality of life throughout 
the course of illness.9,10 Both ACP and palliative care are 
contexts in which SDM should be applied.

Shared decision-making, a term first promulgated in 
the US by a Presidential Commission in 1982, is well 
described in the medical literature and often used in the 
healthcare setting.6,7 In general, SDM refers to 
a collaborative process in which patients, caregivers, and 
HCPs make care decisions together after considering the 
risks, benefits, and alternatives to all available treatments 
while taking into account the patient’s values, preferences, 
life situation, and desires.7 SDM has been identified as 
a key element of patient-centered care and patient-reported 
QoL.1,2

In oncology, SDM is particularly important considering 
the complexity of the many medical decisions in cancer 
care as well as the risks and benefits of treatment choices 
that may be weighed differently by individual patients.11 

However, studies have shown that SDM implementation is 
poor in the neurosurgical setting and in the care of cancers 
without curative potential, including GBM.12,13 For 
patients with GBM, the process of SDM can be further 
complicated by the cognitive decline associated with the 
progressive disease.14 To better understand SDM in GBM 
and the perspective of the patient, a roundtable discussion 
was held on May 23, 2019, in New York, NY, with a panel 
of interested patient advocacy leaders from organizations 
focused on brain tumors. Representatives from advocacy 
organizations that have provided support to patients with 
brain cancer and their families for many years, including 
some who had family members with brain cancer and 
direct caregiving experience, were invited to participate. 

These organizations were the Musella Foundation for 
Brain Tumor Research & Information, the National Brain 
Tumor Society, the American Brain Tumor Association, 
CancerCare, Head for the Cure Foundation, and the 
EndBrainCancer Initiative. Their unique insights, along 
with additional contributions from the authors, serve as 
the basis for this publication. Dellann Elliott Mydland 
from the EndBrainCancer Initiative was unable to attend 
the roundtable discussion but agreed to provide her exper-
tise as an author of the manuscript. The authors of this 
manuscript include all except two of the roundtable parti-
cipants who declined because they were unable to commit 
to fulfilling the requirements for authorship.

Discussion
The advocacy leaders agreed that the term shared decision- 
making is not commonly used among patients and care-
givers because it is considered an implicit part of their 
healthcare and not a separate process. However, SDM 
remains to be fully integrated into standard practice; there-
fore, patient experiences may vary from provider to pro-
vider, and center to center, due to inherent differences 
among individuals and practice settings. Advocacy leaders 
also agreed that the core tenets of SDM translate when 
treating patients with GBM and that the challenges of 
SDM in oncology are exacerbated by the difficult nature 
of GBM (Figure 1).

In particular, advocacy leaders discussed how the poor 
prognosis and rarity of GBM can make it difficult for 
patients to find other GBM patients and caregivers with 
whom to talk and share experiences. This often leaves 
them feeling isolated and unsure of what the diagnosis 
means for them personally. They also noted that the 
intense sense of urgency to typically perform surgery 
within 72 hours of an initial diagnosis of a brain mass 
can leave little time for patients to evaluate available 
treatments and make a fully informed decision. Further, 
GBM may leave patients cognitively impaired and unable 
to make decisions for themselves.

Via the roundtable discussion, advocacy leaders elabo-
rated on the process of SDM from their unique perspective 
to help better meet the needs of HCPs, as well as the 
patients and their caregivers who face this deadly disease. 
Advocacy experts stressed that SDM in oncology, particu-
larly for patients with GBM, should not be a singular, 
isolated event. The concept of SDM extends beyond the 
initial encounter between a patient and an individual HCP. 
It is an ongoing process that occurs at various stages 
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throughout the patient care journey and typically involves 
the extended treatment team as well as family members. 
The advocacy leaders stressed that communication should 
occur early, be open, and be repeated throughout a series 
of conversations. This may be difficult to implement in 
a care setting for a variety of reasons, including transitions 
of care between specialists, time constraints for the treat-
ment team, cognitive challenges related to GBM, and 
patients feeling unable to participate because they do not 
understand the disease and treatment options. Advocacy 
organizations can help facilitate SDM by providing the 
patient and family with educational materials, answers to 
common questions, and continuity of support throughout 
the journey.

Neurosurgeons are generally the first providers to 
engage in discussions with patients about their GBM 
diagnosis. They are considered the first point of connec-
tion in the process of SDM between the patient and the 
multidisciplinary care team, which also includes, but is 
not limited to, a radiation oncologist, neuro-oncologist, 
medical oncologist, neuropsychologist, and nursing staff. 
Because brain surgery is often the first step in the treat-
ment journey, advocacy leaders note that SDM for these 
patients usually happens after treatment has already 
begun, as does their outreach to patient advocacy groups. 
In fact, the majority of advocacy leaders estimated that 
as little as 10% of patients who contact their advocacy 
groups have not yet undergone surgery, and many are 
already in the recurrent stages of their disease. When 
faced with the possible diagnosis of GBM, patients and 
families often report feeling overwhelmed and a need to 
make decisions quickly due to the poor prognosis and 
limited treatment options. However, surgery itself is 

predictive of outcomes in GBM, and various details of 
surgical treatment may further impact the availability of 
postsurgical treatment options.15,16 This highlights 
a need for SDM prior to surgery, when a brain tumor is 
initially confirmed, and before the pathology results are 
shared with the patient, caregiver, and/or family 
(Figure 2).

For this reason, advocacy leaders strongly encourage 
neurosurgeons and the neurosurgical team to expand their 
conversations with patients beyond the details of surgery 
alone to include information on next steps and all available 
treatment options, including Food and Drug 
Administration (FDA)-approved treatment options and 
clinical trials the patient is eligible for at all treatment 
sites, not just the site where the patient is being treated. 
As staying informed of medical and radiologic treatment 
options and clinical trials may be challenging for neuro-
surgeons, a high-level discussion with patients accompa-
nied by referral to an advocacy organization for additional 
information can open the dialogue and help to meet the 
needs of patients and families who are interested in more 
details on specific options at this stage. Because surgery is 
typically the first treatment intervention, patients often 
look to the neurosurgeon for advice and place a high 
level of trust in their recommendations. Thus, the neuro-
surgeon plays an important role in establishing rapport and 
building patient confidence and peace-of-mind that they 
will receive the best possible care through 
a multidisciplinary approach of specialists and treatment 
interventions. This message should then be extended 
across the team and continually reinforced during all 
HCP touchpoints throughout the patient’s journey. This 
strategy is particularly important because the 

Patient

Urgency for surgeons
to treat

Condition impairs patient’s
cognitive ability

Unable to make decisions
independently

Little time to evaluate all
available options for a fully

informed decision

Feelings of isolation
and uncertainty

Difficulty finding patients/
caregivers to talk with and

share experiences

Figure 1 Challenges to shared decision-making for patients with glioblastoma.
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neurosurgeon’s patient contact may be minimal following 
postop recovery and throughout the treatment journey.

The neuro-oncologist, medical oncologist, and/or 
radiation oncologist provide continuous care throughout 
the course of the disease and therefore have 
a relationship with the patient and caregivers at every 
postsurgical stage of treatment. As the patient-provider 
relationship unfolds, inconsistencies in treatment discus-
sions between the different care team members can occur, 
creating increased anxiety and confusion when the patient 
is faced with variable, or even contradictory, treatment 
decisions. To avoid this path of uncertainty, advocates 
encourage care teams to align and create unbiased, coher-
ent, and uniform narratives that patients and caregivers can 
understand without raising concerns that their care team is 
misaligned.

Advocacy leaders often receive calls from both patients 
and caregivers seeking advice when receiving information 
that is inconsistent, conflicting, or does not reflect the 
patient’s goals. This may contribute to patient/caregiver 
anxiety and can result in skepticism and lack of trust. 
Moreover, conflicts of interest can arise among HCPs 
due to external factors that may influence their decisions, 
such as the availability of clinical trials, time needed to 
discuss treatments, location of care, insurance benefits, 
cost, and the healthcare system/institution the HCP is 
affiliated with. This highlights the need for consistent 
and unbiased delivery of information by all members of 
the multidisciplinary treatment team.

For the patient to fully benefit from a multidisciplinary 
team approach, the entire treatment team must be informed 
about the patient and their goals of care, be aligned on 

their treatment plan, and have a coordinated approach for 
disseminating this information in a thoughtful, consistent, 
and repetitive fashion. Recognizing that the primary pro-
vider may change as treatment progresses, patient advo-
cates also encourage providers to align on and designate 
the role of primary provider at each step of the treatment 
journey and to effectively communicate this role to the 
care team and patient. Patients should also be advised that 
they should seek a second opinion if they have any con-
cerns about their care, and when they do, communication 
and treatments may not be consistent between centers. 
Advocates further encourage providers to improve com-
munication across cancer centers to better understand the 
various approaches and treatment options being used and 
discussed with patients outside their practice.

A cornerstone of successful SDM is effective commu-
nication between all members of the treatment team, 
including the patient, their immediate caregiver, and 
family. Patients may lose confidence in their provider 
when information is presented poorly or communication 
does not encourage a two-way dialogue. Of course, advo-
cacy leaders agree that effective communication cannot 
take place without first understanding the patient and 
their individual needs. Before discussing treatment 
options, HCPs should know how aggressive their patient 
would like their treatment to be and any personal goals or 
milestones they would like to reach. Knowing this infor-
mation enables HCPs to communicate with patients 
clearly, definitively, and with understanding and empathy 
to their individual needs and situation. Not understanding 
or discussing the patient’s goals at the onset of treatment 
discussions may lead to delays in decision-making or 

Figure 2 Presurgical talking points to consider for patients with glioblastoma (GBM).
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treatment access, which can have a negative impact on 
patient and caregiver QoL (Figure 3). Scheduling 
a telehealth visit for the day after the initial visit may 
help minimize these delays, as patients will have had 
some time to process their situation and think of questions 
for the neurosurgical team. Having the conversation in the 
comfortable surroundings of home may reduce distractions 
and patient stress. This visit could be conducted by the 
nurse practitioner or resident on the team to reduce the 
neurosurgeon’s time commitment and, as an incentive, in 
the current healthcare delivery climate, the practice should 
be reimbursed for these visits.17 These discussions should 
be revisited throughout the course of treatment as patient 
goals may change over time. If the neurosurgeon refers 
patients and families to an advocacy organization at the 
initial visit, advocates can provide education and resources 
to facilitate SDM for patients who want to participate.

When engaging patients and caregivers, HCPs may 
encounter those with poor health literacy and/or dimin-
ished cognitive abilities. Patients with brain tumors often 
face cognitive symptoms that can prevent them from fully 
understanding or remembering the information provided. 
This is exacerbated by a diagnosis of GBM, which can 
also leave patients feeling overwhelmed and emotionally 
unprepared to provide input on their course of care. These 
communication challenges reinforce the need for SDM to 
be a consistent and ongoing process, both in person during 
office visits and via telehealth web conference, phone, 
text, or email when the patients may have questions 
between their scheduled appointments. The logistical con-
siderations involved in implementing this process will 
depend upon the technologies available to the care team 
and the patients and family members. Options could 
include reminders in the electronic medical records soft-
ware to prompt a follow-up, use of a care coordinator to 
assess the need for a follow-up, and providing patients and 
families with access to a patient portal with messaging 
capabilities. Advocates may also assist by providing 
resources and information appropriate to each stage of 

the journey. Advocates note that keeping conversations 
brief and reinforcing key information throughout the 
patient journey can help improve understanding and reten-
tion of information among these patients. It is also recom-
mended to both ask and answer questions with the 
understanding that patients may not readily know what 
questions to ask. Caregivers also play a critical role in 
capturing information and often communicate the patient’s 
intent if they are unable to participate fully in the SDM 
process or lack the confidence to make decisions on 
their own.

While family and/or caregivers are generally highly 
involved in the SDM process, sometimes disagreements 
and even conflicts of interest may occur. Family mem-
bers may have differing opinions about the best course 
of treatment for the patient or may not be ready to accept 
their loved one’s prognosis. For this reason, one family 
member/caregiver may want to take a more aggressive 
approach to treatment than what another family member/ 
caregiver, or ultimately the patient, desires. To manage 
these potential conflicts, advocacy leaders recommend 
that HCPs consult the patient directly to determine 
their desired level of family/caregiver involvement in 
making decisions about their care. Importantly, patients 
should be encouraged to designate one individual to 
represent their interests and guide decisions early in the 
disease process. This is particularly important for 
patients facing cognitive decline from GBM, as concor-
dance between patients and their representatives regard-
ing the patient’s condition and quality of life can be good 
initially but may diminish as cognitive impairment 
progresses.18 Therefore, conversations and alignment 
between patients and their representative should be 
undertaken as early in the disease journey as possible 
to help ensure that patient wishes are followed through-
out the course of care. Advocates note that the patient’s 
point of view should never be dismissed and that includ-
ing family members in SDM should always be enacted at 
the patient’s discretion.

Figure 3 Outlining effective communication for successful shared decision-making (SDM) in glioblastoma.
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Ultimately, it is the patient who decides how they want to 
treat their disease. For them to make the most informed 
decision possible, the risks and benefits of all treatment 
options should be reviewed in an unbiased fashion, along 
with information about how each treatment may align with 
their individual goals. Although advocacy groups are not 
traditionally considered a part of the treatment care team for 
patients in oncology, or more specifically for patients with 
GBM, they often serve as a bridge between HCPs, patients, 
and caregivers in the delivery of unbiased and complete infor-
mation (Figure 4). Advocacy groups play an important role in 
fostering patient awareness and participation in SDM by edu-
cating patients about resources available to them throughout 
the course of their disease. Advocacy groups also aim to 
provide a neutral voice, especially when those involved are 
not aligned.

When a treatment is selected, it is imperative that 
providers support patients in achieving maximum treat-
ment compliance through prevention and management of 
side effects to ensure the patient has the best chance of 
benefiting from their treatment. Advocates note that once 
a treatment is selected, the process of SDM does not stop. 
In fact, it should deepen. All treatment decisions should 
continue to align with the goals of the patient and be 
readjusted if and when patient goals change. Open, 
ongoing communication via consistent patient follow-up 
can help identify and address symptoms and challenges 

that may be affecting treatment goals, leading to improved 
survival and QoL.1,2

When asked to identify how SDM can positively 
impact patients with GBM, advocates identified ways to 
achieve six key outcomes:

1. Refer to a favorite advocacy organization and web-
sites for patient education materials to enhance dis-
semination of information

2. Describe all potential treatment choices and explain 
the significance of each to help patients choose the 
course of care that is right for them, increasing 
patient empowerment

3. Use a care coordinator to ensure that patients see the 
right specialists at the right time and have access to 
treatment, improving patient-centric care

4. Encourage patients to seek 2nd opinions to enrich 
trust and shared responsibility

5. Follow up with patients at home after they have 
a chance to digest the information provided at 
a visit, and refer to online or in-person patient sup-
port groups to reduce patient and caregiver anxieties

6. Take patient QoL preferences into account when 
discussing how aggressive a treatment plan to 
implement for potential improvement in patient- 
reported QoL and treatment outcomes

Together, all of these strategies foster trust and shared 
responsibility between the patient, caregiver, and treatment 
team, allowing for greater accountability among all 
involved and improved treatment adherence on the part 
of the patient.19 Ultimately, incorporating SDM through-
out a patient’s journey with GBM may improve their QoL 
and treatment outcomes.1,2

Conclusions
The benefits of SDM are well documented.1,2 For HCPs, 
they include improved quality of care and increased 
patient satisfaction. For patients, SDM has been shown 
to improve their healthcare experience and adherence to 
treatment recommendations and may potentially improve 
patient outcomes.20 Based on their real-world experience 
interacting with patients, advocacy leaders believe there is 
an opportunity to improve SDM, as well as the role advo-
cacy groups play in the process. Multidisciplinary align-
ment ensures a consistent approach to communication. 
Multiple conversations across HCPs that address all treat-
ment options allow for a more comprehensive overview 

Figure 4 Inclusion of advocacy groups in the process of shared decision-making for 
patients with glioblastoma.
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and enhance the dissemination of information. Open com-
munication empowers patients and caregivers to vocalize 
goals, expectations, and values with HCPs, resulting in 
increased goal alignment and treatment planning that is 
more patient centric. Engaging patients and caregivers in 
a two-way dialogue enables them to feel more comfortable 
and confident in sharing their viewpoints and wishes, such 
as treatments the HCP may not have discussed, ultimately 
allowing for more patient-driven care. For patients with 
GBM, advocates agree that this style of communication 
may also help reduce patient/caregiver anxieties through 
emotional burden sharing.

The voice of the patient should be heard and incorpo-
rated into all aspects of the GBM treatment journey. For this 
to happen, all members of the GBM treatment team, includ-
ing neurosurgeons, radiation oncologists, neuro-oncologists, 
medical oncologists, neuropsychologists, nursing staff, and 
advocacy groups, should engage in the process of SDM 
throughout the course of care and, in doing so, help to 
fully integrate SDM into standard practice.
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