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NEN Patient - Importance of Education… The Scenario

…..One day, all of the sudden, 

a person is diagnosed 

as having a NEN….. 

Surprised

Scared

Frightened

…What will happen to me?

Will I be in pain?

Is this treatable?

Will I tolerate the treatment?

What will happen with my family? 

How to tell my kids? My 

spouse? My friends?... 

…Am I going to die?

How long will I live?...
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• Freedom  

Why Patient Education is Mandatory in NEN Patients?

"Fight NEN With 

Knowledge“

(understanding 

the disease)

• It helps to overcome 

weakness  and fear  

• It helps to face 

dangers and difficulties 

• Courage   • Confidence 

• It gives mental, moral 

and spiritual support •Hope  
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Dasari A. et al., JAMA Oncol, April 2017
Pavel M. et al, ENETS Guidelines, Neuroendocrinology, 2016

❑ Heterogeneous

❑ Arise from NE cells throughout the body

❑ Increasing incidence ( ~ 6.9/100.000 people)

❑ Sporadic/ Hereditary (MEN/VHL/NF1/TSC)

❑ Majority, Well Differentiated G1 , G2 & G3

❑ Frequently (65%) metastatic at diagnosis

❑ 70% Non-functioning (30% Functioning)

❑ Variety of therapeutic options (need for

dedicated MDT)

Introduction: Many Challenges in NENs
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Advantages of Using an MDT Approach 
to NENs Management

❑ Accurate diagnosis and staging

❑ Evaluation of performance status and 

quality of life

❑ Decide and Deliver therapy and 

information on the disease

❑ Continuous reassessment, discussion, 

and review of the individualized care plan

❑ Significantly improved survival compared 

with standard of care offered in non 

specialist facilities.

G. Tamagno et al, Initial impact of a systematic multidisciplinary approach on the management of patients with gastroenteropancreatic neuroendocrine tumor. Endocrine 2013
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Treatment Options, individualized

PRRT, 
(177Lu-

DOTATATE)

Medical 
therapies

SSAs, everolimus, 
sunitinib, etc.

Support 
(social worker, 
psychologist, 
nutritionist)

Palliation

(analgesics, 
cannabis, etc.)

Chemotherapy

(CAPTEM, 

Cys-Vp16, etc.)

Endoscopic 
interventions

(ESD, EMR, RFA)

Liver-directed 
therapies

(RFA, TACE, 
SIRT…)

Radiotherapy

(external, 
stereotactic)

Surgery
(general, 

endocrine,  
laparoscopic, 

etc.)
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Therapeutic Decision

❑ Type of NENs

❑ TNM stage & ENETs grade:G1, G2, G3 or G4

❑ Extent of liver involvement

❑ Functional status of the tumour

❑ Patient’s performance status

❑ Availability of different therapeutic modalities

Most patients 

receive a 

combination

of treatment 

modalities.
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William Osler: “The good physician treats the disease; the great physician treats the 
patient who has the disease…”

I would humbly ad: “…the ultimate physician treats the patient who has the 

disease but looks also beyond the individual patient, to deeply understand  the 

illness and eventually to find cure … or the best way to live with it…”

Important Goals for Care-givers

WE FIGHT A COMMON FIGHT
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