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Or…
When the disease really is worse than the remedy:
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with advanced oral cavity cancer

Disclosures
• I have no financial disclosures or conflicts of interest or commitment.

Objectives:
• Review tenets of palliative care
• Identify unique needs of patients with oral cavity carcinoma
• Discuss representative cases
• Explore the relationship between palliative care and survivorship

Palliative Care--WHO
“an approach that improves the quality of life of patients and their families
facing the problem associated with life-threatening illness, through the
prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.” WHO 2018

Palliative Care--CAPC
Center to Advance Palliative Care

https://txpeds.org/palliative-care-toolkit/structure-processes

Candidates for Palliative or Supportive Care
• Advanced disease
• Recurrent disease
• Frail and poor performance status
• Patients with poor coping mechanisms or support networks at
baseline
• Upstream palliative care?
• What's the difference between palliative and supportive?

Why focus on patients with oral cavity cancer?
• Early disease is sometimes missed, dismissed as minor dental issue,
or undertreated
• Patients don’t immediately understand it as potentially life threatening
• Similar to skin cancer in this way
• Resistance to oncologic resection and ACP

• Advanced or recurrent disease is still treated surgically so figure
alteration happens early
• Recurrent disease resistant to treatment poses almost
insurmountable symptom burden

Case I
• Mr SD is a 76 y/o Arabic-speaking
gentleman with no significant (or unknown)
PMHx or SHx who presents with a
T4N2bM0 SCCa of the right gingivobuccal
sulcus eroding through the mandible and
the skin. +ETOH/tobacco use in the past.
C/o pain and inability to chew because of it.
Has been taking liquid/soft diet only.
Brought to clinic by his son.
• His BMI is 14.7, he has profound hearing
loss, communicates with limited sign
language and an interpreter, and has poor
eyesight.

Key questions
• What treatment do you recommend for this patient?
• How do you consent him for index and possible adjuvant treatment?
• When do you identify and engage a surrogate (MPOA)?
• How do you counsel patient and MPOA about risk stratification,
survival, need for salvage
• When do you initiate ACP and goals of care conversation?
• Discussion

Outcomes and Performance Status
• 190 patients.
• 70-84 y/o HN-CCI >2
predictor of worse OS, LRR,
and PFS on multivariate
analysis. ECOG >2 better
predictor in patients 85+
• Median survival – 11mos in
patients >85 with ECOG or
HN-CCI >2 vs 57 months 01.
• Patients >85 were more
likely to present with
adverse features and have
positive margins - less likely
to receive adjuvant
treatment

Head and Neck – Charlson Comorbidity Index

Boje et al. Evaluation of Comorbidity in 9388 head
and neck cancer patients: A national cohort study
from the DAHANCA database. Radiotherapy and
Oncology 110 (2014) 91-97

Chen JJ et al. Clinical Outcomes in Elderly Patients Treated for Oral Cavity Squamous Cell Carcinoma. Int J Radiat Oncol Biol Phys. 2017 Jul
15; 98(4):775-783.

Case I continued
• Pt communicates that he “just wants it cut out so he can eat”
• Pt and son resistant to “negative thinking” and want to “focus on the
positive,” strong religious faith
• Pt undergoes composite resection, mandibulectomy, ND, fibula flap,
trach, PEG
• Post operative course is complicated by poor wound healing, fistula,
aspiration pneumonia. Pt is sedated on mech vent.
• What do we know of pt’s goals? Tolerance for life supporting tech?
• What would pre-habilitation and ACP have accomplished here?

Case Presentation II
• Ms. AD is a 62 y/o woman with a
history of HCV and cirrhosis and
advanced COPD. She presents with a
T2N2bM0 SCCa of the left lateral
tongue. She comes to clinic for what
you believe is a discussion for surgery
to include partial glossectomy, neck
dissection and recon with a RFFF.
BUT she says “I want to enroll in
hospice and let the cancer take me”

http://www.dermis.net/dermisroot/en/17204/image.htm

Key Questions
• What do you do when you think your patient is making a bad decision?
• How do you describe the natural history of OCSC without sounding like an
ogre?
• How do you help patients understand that death may not be the worst
part?
• Related to heroic surgery (“Better to Die Trying” Cooper et al)
• Current state—intermediate state—death
• Advancing disease with airway and swallow obstruction, pain
• Prolonged ICU course, decisions about withdrawing technology, dependent discharge
• Death is not immediate, not the next step

• How do you prepare for conversations about suicide, PAD, palliative
sedation when unbearable symptoms become untreatable?

When comfort care isn’t
• Culture is more accepting of de-escalation and palliation
• We are counseling patients at one level of disease when we know it
will progress to a very different experience of disease
• Narrative competence and directive counsel
• Decisions that are discordant with goals
• Desire for a peaceful death at home
• Rejection of interventions that may be palliative in addition to curative

Case II continued
• Ms. AD watched both of her parents die “horrible” cancer deaths in
the home and the children were deeply traumatized
• For that reason she does not want to even tell her two daughters her
diagnosis or plans
• Her desired goal is “to die without anyone ever knowing I was sick”
• Discussion
•
•
•
•
•

Is this even possible?
Can the health care team be her only support through this?
Will you agree to manage her if she declines treatment?
What do you think her death will look like?
Do you think she will change her mind?

Quality of Life Concerns
• Systematic review: 2014 International Journal of Dental Hygiene
• 31 eligible articles assess QoL needs in OCCa patients – quality
assessed with Effective Public Health Practice Project (EPHPP)
Quality Assessment Tool

Quality of Life Concerns
• Oral health concerns:
•
•
•
•
•
•
•
•

Embarrassment with speech or eating
Xerostomia
Odor
Chronic pain
Taste
Sticky saliva
Trismus
Lack of teeth, chewing difficulties and association with increased weight loss

Quality of Life Concerns
• Dysphagia and Nutrition
• Swallowing difficulty consistently ranked high among concerns
• Association between lower BMI and depression and rankings of physical well
being (cohort 65 patients with advanced stage III or greater)
• PEG – worse overall QoL in 8% of patients– intimate relationships, family
activities, social interactions and hobbies

Upstream Palliative Care

•
•
•
•

Symptom management
QoL
Prognostic understanding and less chemotherapy at the end of life
Caregivers with better depression scores at 3 months and reduced stress burdens when loved
ones died
• Mood and coping skills
• Less aggressive end-of-life care, lower ICU admission rates, and clearer resuscitation/MPOA
wishes
• Survival – Temel et al. patients with metastatic NSCLC lived 3 months longer despite less
aggressive EoL care. ENABLE III - longer 1 year survival by 15 %, p = 0.038

Palliative Care, Depression and Mortality
• Prescott et al. December 2017
• 2 RCTs – mood, survival, and early palliative care intervention, 529
patients
• 1st (N = 322) – intervention versus usual care
• 2nd (N = 207) – early versus delayed (12 weeks)
• In-person consultation, weekly telephone sessions, monthly follow up
• Mood – Center for Epidemiologic Studies- Depression scale (CES-D)

Palliative Care, Depression and Mortality
• Higher baseline CES-D scores associated with higher mortality risk (HR
= 1.042; p = 0.001)
• BUT – patients with higher scores who received early intervention
had lower mortality risk (HR = 0.963; p = 0.018) even with controlling
for demographics, cancer site and illness-related variables
• Patients with advanced cancer and baseline depressive symptoms
benefit the most from early palliative care compared to patients
without baseline depressive symptoms

Place and Time of Death – Planning Ahead
• 65/487 patients with primary OCSCCa treated with palliative intent
between 2006 and 2010.
• Median survival 4.3 months
• 22 died in hospital setting
• 14 hospice
• 14 in nursing, residential home
• Most patients want to die at home: studies differ on where: 23-63%
die in hospital setting and as few as 16% die in their home.
• Pastoral, family, local care provider support and education
Kamisetty A; Mayland CR; Jack B; Lowe D; Rogers SN. Place and time of death in patients treated with palliative intent for oral
cancer. British Journal of Oral & Maxillofacial Surgery. 52(5):458-60, 2014 May.

Case II follow up
• Ms. AD did not change her mind about treatment, though she did change
her mind about telling her daughters.
• The daughters were extremely distraught on learning that this was a
potentially curable cancer and threaten to turn you in to the medical
board.
• Pt enrolled in hospice and had strict dosing of pain medication to decrease
chance of suicide. She had inquired about PAD which is not legal in the
state.
• When she was no longer able to eat by mouth she decline PEG and
voluntarily stopped eating and drinking (VSED).
• Discussion: Did this patient have medical decision-making capacity?

Case III
• Mr HK is a 66 y/o man with metastatic and multiply recurrent left maxillary
SCCa who has been treated with left infrastructure maxillectomy with
revision and left ND with a course of adjuvant carboplatin/docetaxel. He
was found to have recurrent disease in the left oropharynx and PPS. He
was treated with palliative radiation in 5 fractions to 45Gy and is now on
pembrolizumab 200mg q3weeks. More recently in August he had a major
vascular event with intraoral bleeding requiring embolization of the left
external carotid and has osteoradionecrosis of the left pterygoid bone with
erosion of the central skull base.

Key questions
• How do you gently manage multiply recurrent disease to prevent
symptomatic progression?
• Quad shot RT, palliative chemo, immunotx, topical (imiquimod), metronomic
or intraarterial MTX, photodynamic tx, nanomedicine, more

• When do you stop incremental treatments and permit disease
progression?
• How do you plan for the time and place of death?
• “exit opportunities” of sudden vascular events
• Managing severe late sequelae of treatment (ORN pain)

• Discussion

Case III continued
• Pt has AD, MPOA and a recent goals of care conversation confirming
his wishes to be DNR and to limit life support to 2 weeks for reversible
causes only. He wishes to spend time with his grandchildren at home
in their one-bedroom apt.
• He has not enrolled in hospice because he continues to desire
incremental palliative interventions (RT, chemo, immunotx) not
covered by the hospices in his area.
• His main fears are hemorrhage and the severe pain of the ORN. He
understands that carotid rupture may be a sooner faster death but he
elects to pursue covered stenting CCA-ICA to prevent/postpone the
possibility of hemorrhage at home where children might witness

Case III follow up
• After stenting of carotid, he has no further bleeding and is able to be
at home but the pain at the skull base cannot be controlled with even
advanced multimodality pain medications (methadone, gabapentin,
steroids, bisphosphonates, acupuncture).
• He is able to spend limited time with his grandchildren because is
suffering is apparent and frightening to them.
• After careful discussion with the patient and family, he elects
proportional palliative sedation to relieve suffering which in his area
requires admission to General Inpatient Hospice. He dies two weeks
later with his family at his bedside.

Cases: discussion
• Do you think these are good deaths?
• Advanced ca with immediate post op life support
• Early(ish) cancer with no treatment, early death, angry family
• Late cancer with competing severe symptoms

• How did the presence or absence of ACP affect decision making?
• Would better symptom control earlier affect the outcomes?

What is the relationship between palliative
care and survivorship?
• Every person who has survived cancer has at one point faced the
possibility of dying of cancer.
• Every person who has died of cancer has at one point been surviving
with cancer.

Phases of Survival
•
•
•
•
•
•
•
•
•
•

Diagnosis, pretreatment and ACP
Treatment and endurance
Post treatment and response
Survival disease free, symptom free
Survival disease free, symptom burden
Survival with recurrence and treatment option
Recurrence with no further disease-modifying options
Living with chronic or worsening disease
Dying of disease
Living until you die

Palliative Care: Change in Paradigm
Team

Doctor::Patient

Family

At the diagnosis of a life-limiting illness….
• AD
• MPOA
• Goals of Care
• Trajectory
• Managing Hope
• Storytelling
• Evidence Based Metaphors

Demands on the Practitioner
• Burnout prevention, resilience training , wellness initiatives
• AAHPM conference
• Approximately 30% sessions on team and self care as core of profession

• “Surviving” a career as a cancer surgeon
• My three-year crisis, when unexpected recurrences start in my “survivors”

Teamwork and Support
• Benefits of other eyes

• Risks of “outsourcing” humanistic aspects of patient care
• Data from neonatology presentation ASBH 2015
• Relationship of empathy, aequanimitas, burnout

Nonabandonment as Core Value
• “Continuing to be closely involved in a patient’s care to the end can have significant rewards for
the patient, family, and also the head and neck surgeon.”
• Thompson, Krouse, 2004

• “. . . Even when surgical options have been exhausted, or are simply not feasible, surgeons can
and should remain invested and available to both patients and their providers.”
• Shuman, Fins, Prince, 2012

• “Sure, we try to put out ﬁres. But, if we can’t put out the ﬁre, a good physician takes the patient’s
hand and walks with him through the ﬂames.”
• Gawande, 2010

Thank you
sdmccamm@utmb.edu
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