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A surprising source of wisdom
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The index patient

• A minister in Belfast develops dysphonia 
during his sermons

• Progresses to dysphagia

• Develops amnesia, found to have brain 
metastases

• Dies at age 64 without a firm diagnosis
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His older son

42-year-old male

• Lifelong non-smoker 

• In usual state of health

• CXR obtained through pre-employment 
screening
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Treatment course

“Lung cancer”
• Pneumonectomy
• Adjuvant radiation therapy to mediastinum 
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Relapse
• Develops severe back pain while on 

holiday

• Plain X-rays reveal bone metastases

• Begins cisplatin/etoposide 
chemotherapy

• Nearly dies after the 1st cycle from 
infection

• Filgrastim given to counter neutropenia
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Further history
• Disease stabilization after 6 cycles of 

cisplatin/etoposide

• More metastases develop after a 2-year 
dormancy

• Transition to a new chemo

• Dies within 8 hours of first paclitaxel 
exposure
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His younger son
• 5 years later, the index patient’s younger 

son developed headaches and visual 
changes

• MRI reveals a pituitary tumor 
(macroadenoma)

• Undergoes surgical removal

• Complicated by hemorrhage 

• Dies of pituitary apoplexy
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His grandson

• 43 years after his grandfather’s death, 
the grandson develops severe 
abdominal pain at age 30

• Calcium = 10.8 mg/dL
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The grandson’s history
• 2 years prior to onset of abdominal pain, developed tiny red bumps over the nose

• Diagnosed as angiofibromas

• “Pathognomonic for tuberous sclerosis”
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I am the proband
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Erdheim J. , Zur normalen und pathologischen Histologie der glandula thyreoidea, parathyreoidea und hypophysis. Beitr Z Pathol Anat 33: 158-236, 1903 13



A thought 
exercise
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Triage
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A surprising link
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• Primary hyperparathyroidism can 
lead to elevated gastrin levels in 
more than 20% of MEN1 patients

• After parathyroidectomy, gastrin 
tends to normalize

• Seems more linked to the calcium 
level than the PTH itself

• Gastrin-secreting G cells in the 
stomach have calcium-sensing 
receptors (CaRs) 



M&M in MEN1
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Threat assessment
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• Historically the main cause of mortality in MEN1 was ulcers

• Since the advent of H2 blockers and PPIs, metastatic pancreatic 
NETs have become the #1 source of MEN1-related mortality 

• The Dutch MEN1 cohort studied MEN1 patients whose PNETs 
metastasized to the liver and found a 50% life expectancy at 10 
years

• But the same research group studied 99 patients with localized 
PNETs < 2cm in size for up to 16 years and found that most 
(66%) had stable tumors under that threshold over serial scans 
(median = 4) 



Index EUS
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A fork in the road
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Localizing the lesion?
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The problem with novelty
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Genotype-phenotype correlation?
c1540_1541delCCinsA, n = 5?

23

• Paternal grandfather died in his late 60s of an unspecified GI malignancy

• Father died in his late 40s of metastatic atypical bronchial carcinoid

• Uncle died in his early 50s from pituitary macroadenoma

• From the Tham paper:
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MEN1 pancreatectomy: 
the Mayo Clinic experience

• 52 MEN 1 patients underwent 56 operations for suspected PNETs

• Pre-operative data included:
Imaging

EUS
CT
Octreoscan



MEN1 pancreatectomy: 
the Mayo Clinic experience
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Operative and post-operative data:

Surgical report

Gross pathology

Immunohistochemistry



Correlating pre- and post-op
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Proof positive
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• July 2017: dominant PNET in head of pancreas grew to 3.1cm from 1.7cm the year prior

• August 2017: Whipple procedure removed this mass and innumerable tumorlets 



How our patients react to their diagnoses
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• 97% use the Internet to search for information about cancer
• 94% search on Google
• Results yielded:

• Most accurate about etiology (70%) and symptoms (67%)

• Least accurate about prevention (55%), treatment (55%), and prognosis (43%)

• Tradeoffs between readability and reliability

• Patients with rarer cancers are particularly vulnerable to the surfacing of misinformation

• Searching about specific medications leads to pharmaceutical websites ~20% of the time



Search engine optimization?
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The tortuous journey to a label
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The folly of self-diagnosis
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A 30-year-old doctor starting his specialized training in 
oncology convinces himself he has a tumor syndrome

Nerves or something worse?
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The downfall of Dr. Google
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The paradox of choice
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Patients vs. paywalls
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Elsevier’s director of scholarly 
communications

Associate Officer of Knowledge & 
Research Services at the Bill & Melinda 
Gates Foundation
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The pitfall and the pendulum 
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Taming the firehose
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Too long, too soon, or just right? 
The Goldilocks problem of results release

• 94% of institutions as of a 2018-2019 
AAAR survey had patient portals

• 78% have automatic radiology report 
release into portal

• Mean delay of release is 4 days 
(range: 0-7 days)
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The double-edged sword of ‘Open Notes’
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Quantifying patient engagement through note-reading



Communication is key
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Pathologist Oncologist Patient



Tempus fugit: pressure over precision?

Paxton A. Results release: new steps under new rules? CAP Today, October 2021. 43



Applying evidence-based medicine to results release
• 149 surveys of breast cancer patients

• Mean age = 56 years old

• 123 (82.5%) reviewed pathology charts in MyChart

-- Answering “yes” associated with age (mean 54.5 vs. 61.8 years old, p=.03)

• 124 (83.2%) indicated “their pathology report allows them to better understand 
their diagnosis”

• Only 3 patients commented “the way a pathology report is worded is hard to 
understand”

• As in other studies, “patient anxiety & confusion were lower among patients 
accessing results who felt that they’d been prepared for results by clinicians”

Christensen K, Sue VM. Viewing laboratory test results online: patients’ actions and reactions. J Participat Med. 2013;5:e38                                                                                                              
Giardina TD, Modi V, Parrish DE, et al. The patient portal and abnormal test results: an exploratory study of patient experiences. Patient Exp J. 2015;2(1):148– 154.

Johnson KM, Esselmann J, Purdy AC, Jorns JM. Patient Use of Pathology Reports via Online Portals. Arch Pathol Lab Med. 2022 Sep 1;146(9):1053-1055.
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https://www.cap.org/member-resources/patient-education/how-to-read-your-pathology-report
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Revisiting risk
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Take-aways
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• Patients are the ultimate stakeholders in oncology

• There has never been more information available …

• … but that makes curation of both general knowledge and personally 
applicable data even more crucial

• Think about your ‘audience’

• And know that what you do has a real, human impact



Thank you!
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