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Supportive care in the management of Neuroendocrine Neoplasms 
 
Introduction 
 
Improvements in the treatment of neuroendocrine tumours have led to corresponding 
increases in the number of patients living longer. 
 
Unfortunately, there remain reports of significant delays in diagnosis, with the 
disease still frequently having progressed to metastatic stages before the diagnosis 
is made. This has resulted in increasing numbers of patients, many living with 
metastatic disease and ongoing symptoms which impacts the quality of life, financial 
stability and psychosocial wellbeing of patients and their families.  
 
 
This section is in three chapters, focusing specifically on three key areas of 
supportive care: 

Chapter 12: Diet and nutrition 
Chapter 13: Psychosocial care 
Chapter 14: Exercise and NENs   
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CHAPTER 13: PSYCHOSOCIAL CARE 

Authors: Prof Jane Turner, Kate Wakelin 

Practice Points 

• Patients with NENs should be advised that attention to their emotional 
adjustment and needs is an important component of their care. 

• All health professionals involved in the care of patients with NENs should 
participate in communication skills training. 

• Clinicians should ensure that patients with NENs have access to plain-language 
information about their condition and treatment including resources to explain 
their condition to carers. 

• Exploration of the patient’s perception of the path to their diagnosis of NENs is 
recommended, so that treating health professionals are aware of issues such 
as anxiety and lack of confidence which can affect the patient’s engagement in 
decision-making and treatment. 

• Patients should be screened for distress using a structured measure (such as 
the Distress Thermometer) at diagnosis and when there are changes in disease 
stage and treatment. Identification of distress should lead to further discussion 
including the possibility of referral for specialised treatment. 

• All clinicians caring for patients with NENs should have established pathways 
to refer distressed patients to health professionals trained in providing 
psychosocial support and treatment. Large public hospitals provide access to 
psychologists and psychiatrists. In private practice the GP is optimally placed 
to facilitate referral, for example to a community-based psychologist using a 
Mental Health Care Plan.    

• Clinicians should advise patients with NENs about support programs and 
counselling services. 

 

Introduction 

Neuroendocrine neoplasms (NENs) are a heterogeneous group of rare cancers that 
derive from the neuroendocrine cell system. There are several unique aspects of 
NENs which may shape psychosocial adjustment.  

Patients may feel their condition is “less worthy” of medical research and treatment 
options compared with more common cancers such as breast cancer. The non-
specific nature of symptoms makes the diagnosis challenging and almost 50% of 
patients are diagnosed with another condition before receiving a NENs diagnosis 
[Wolin 2017]. Significant delays in diagnosis are common, with the median length of 
time from initial symptomatic presentation to diagnosis 9.2 years [Vinik]. These 
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experiences surrounding diagnosis can result in considerable psychological and 
emotional burden, contributing to the reported worse health-related quality of life 
(HRQoL) outcomes among patients with NENs compared with the general population 
[Singh, Beaumont]. For many patients there can be a breakdown of trust in the health 
system generally. Patients may doubt the expertise of their health care providers, 
feeling the need to take on the role of self-advocate, which can be burdensome for 
many. 

Consultations with multiple health professionals with differing opinions potentially 
further undermines confidence in medical care [Leyden 2018]. Discussion of the 
diagnosis with friends and family can be challenging as access to “plain English” 
information is limited, leading to isolation and a sense of not being understood by 
others. Being an uncommon cancer (with a very different course of disease and 
treatment to more common malignancies), those diagnosed with NENs may be more 
prone to social isolation within the supportive care community as well, with sparsely 
located specialised services, and a potential lack of knowledge and understanding 
from generalist services that are unaccustomed to managing the specific needs of 
NENs patients (such as carcinoid heart disease and vitamin deficiency syndromes). 

A further challenge for patients is the variation in clinical status and prognosis which 
ranges from high grade disease (with very poor prognosis) through to very indolent 
tumours which remain relatively stable, sometimes for decades. Thus the umbrella 
term NENs can in fact have vastly different implications for the individual and pose 
different emotional challenges. While the distress associated with aggressive disease 
is obvious, individuals with indolent tumours may live in fear that their situation could 
change for the worse.  

It is unsurprising that international data reveals high levels of unmet needs, with the 
majority of advocates considering that patients’ psychological needs were often not 
met (38%) or not met at all (38%) [Leyden 2019].  The nature and severity of symptoms 
have a powerful impact on adjustment, with higher symptom burden being associated 
with higher psychological distress. Patients with GI NENs are more likely to report an 
adverse social impact [Leyden 2018], perhaps because their symptoms can so 
profoundly affect daily life and social interactions.  

Living with a condition that is neither curable, nor imminently terminal presents unique 
challenges. Inability to work because of symptoms means more than a financial 
burden. Work provides opportunities for social interaction, gives a temporal structure 
to the day, and provides a sense of identity, purpose and achievement. Distress 
related to being unable to work is likely compounded by the considerable financial 
impact of tests and treatments for NENs [Gordon]. Socially there can be significant 
impacts, as the patient and those around them struggle to come to terms with the 
wearing nature of ongoing uncertainty. Survivorship care (such as rehabilitation) has 
traditionally focused on those who have completed cancer therapies. For those 
receiving ongoing treatment, there are additional survivorship issues that need to be 
addressed, including those surrounding the adherence to ongoing therapy over 
extended periods of time [Jacobsen]. 

The broad ranging impact of cancer on caregivers has been thoroughly explored 
(although there is minimal literature available that describes this in NENs). Amongst 



 

COSA NENs Guidelines Consultation NOV2022                                                                          Page 4 of 10 

numerous physical, social and economic impacts of this role, Girgis et al [2013] 
describe factors that increase risk of anxiety or depression for caregivers, including 
when the patient’s disease is at a more advanced stage, and there is higher symptom 
burden and poorer physical functioning. Given the high proportion of NENs patients 
with these issues, the burden on caregivers cannot be underestimated. 
 
General interventions 

There is expert consensus on best practice in communication for clinicians caring for 
patients with cancer [Gilligan]. Patients with NENs may face particular issues with 
understanding information because of its complexity and the range of investigations 
and treatments for this group of conditions. Patients will seek information on-line and 
may find it difficult to discern the quality of the information they access. Health services 
should compile relevant lists of on-line and/or print resources suitable for patients and 
family members. The Plain Language Thesaurus for Health Communication can assist 
health professionals with discussion [CDC resource]. Routine checking for 
comprehension is best accomplished using the “teach back” technique in which the 
clinician asks the person to repeat what they have been told “So I can check if I’ve 
been clear or if I’ve left anything out”. Given the complexity of this disease, the 
provision of printed information in “plain English” is also critical. Patients may benefit 
from the provision of an individualised Treatment and Wellness Care Plan, with 
template available from https://neuroendocrine.org.au/treatment-wellness-care-plan/. 

In addition to these general skills, it is important for health professionals caring for 
patients with NENs to be curious about the “back story” and develop an understanding 
of the path to the diagnosis, as this may exert a powerful influence on long-term 
adjustment. Given this, paying attention to the building of trust early in the relationship, 
by the use of empathy and careful non-judgmental listening builds a foundation for 
patient-centred ongoing care. 

There is well-established evidence supporting the role of peer support, as an important 
component of psychosocial care of people affected by cancer, both in the form of 
support groups [Ussher] and 1:1 telephone support with a matched volunteer [Hoey]. 
For those isolated due to geographical location, or advanced disease, telephone and 
online support groups can be an especially effective means of enabling important 
social connections [Columbus, Street].  

There are comprehensive information and support services available via 
NeuroEndocrine Cancer Australia, and patients affected by NENs should be routinely 
informed of the availability of these. They include a wide range of patient information, 
endorsed by a panel of NEN specialists, as well as support services (1:1, face-to-face 
and online peer support). The organisation also offers a specialist NET Nurse service, 
available via email (NETNurse@neuroendocrine.org.au) or phone (1300 287 363) on 
the NeuroEndocrine Cancer Australia website (www.neuroendocrine.org.au/for-
patients )  

  

mailto:NETNurse@neuroendocrine.org.au
http://www.neuroendocrine.org.au/for-patients
http://www.neuroendocrine.org.au/for-patients


 

COSA NENs Guidelines Consultation NOV2022                                                                          Page 5 of 10 

Addressing specific psychosocial issues 

i) Fear of recurrence (or progression) (FCR) is defined as “Fear, worry or concern 
relating to the possibility that cancer will come back or progress” [Lebel]. There 
is limited data about the prevalence of FCR in NENs patients. One study found 
clinically significant FCR in 35% of patients who were disease-free after 
potentially curative pancreatectomy for pancreatic neuroendocrine tumour 
[Petzel]. Health professionals can ask open questions to determine the level of 
concern and potential need for referral. Examples include: “Most people with 
NENs say that they feel anxious and uncertain from time to time. How would 
you say things are going for you?”; followed with questions about the extent 
and severity of worry about worsening of their condition and how much this 
affects their life and relationships. Validation of anxiety is important, however if 
the person feels that this is affecting their life, they should be offered referral for 
treatment. FCR does not abate over time and there is strong evidence of the 
effectiveness of interventions with trained psychologists [Tauber]. 

ii) Depression and anxiety affect up to 20% of patients with cancer, although this 
varies depending on the population and cancer type [Mehnert]. There is limited 
data about the prevalence of mood disorders in patients with NENs. 
Identification and treatment of depression and anxiety are critical as these 
conditions undermine the ability of the individual to cope with residual 
symptoms [Burki], reduce adherence to treatment recommendations [Grenard], 
and are associated with more than a doubling of readmission rates [Hanrahan].  

Patients treated for cancer should be routinely screened for depression and 
anxiety using a validated measure across a range of time points including when 
there are changes in disease status and transitions such as completion of a 
defined treatment protocol [Andersen]. The Distress Thermometer devised by 
the National Comprehensive Cancer Network (NCCN) may be a useful initial 
screening tool, as the word “distress” is seen as non-stigmatising. Patients rate 
their distress on a scale of 0-10 on a linear scale and complete an 
accompanying problem list. A score of 5 or greater should trigger further 
questions and assessment [NCCN]. For this purpose, the PHQ-9 which is free 
to download poses low respondent burden and is quick and easy to score; a 
score of 10 being the cut-off for moderate depression [Kroenke]. There is 
compelling evidence of the effectiveness of individual interventions [Faller] and 
antidepressant medication when required [Cipriani]. 

Cognitive behaviour therapy (CBT) is an effective treatment for mild to moderate 
depression. In Australia, a General Practitioner can complete a Mental Health Care 
Plan which entitles the person up to 10 subsidised sessions with a psychologist. For 
more severe depression, or when there is insufficient response to CBT, antidepressant 
medication is indicated. In the adult population Selective Serotonin Reuptake 
Inhibitors are typically first-line because they are safe, moderately well-tolerated and 
reasonably efficacious [Mahli]. 

Treatment with antidepressants in any person with a comorbid medical condition 
should be based on current disease-related symptoms, the side-effect profile of the 
medication and potential for drug interactions. For patients with NENs, the selection is 
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complicated by the presence of tumours which may secrete serotonin, histamine, 
tachykinins and prostaglandins which are associated with abdominal cramps, 
diarrhoea, flushing and wheezing. A recent systematic review reported on 15 studies 
of 161 NENs patients who had been treated with serotonin-mediated antidepressants. 
Of the 72 patients with carcinoid syndrome prior to antidepressant usage, 6 
experienced exacerbation and 3 of them chose to cease antidepressants. The 
remaining 89 patients did not have symptoms of carcinoid before antidepressant use 
and none developed carcinoid syndrome with antidepressant treatment. [Isenberg-
Grzeda]. This is similar to a retrospective review conducted in the US in which <10% 
of patients developed a combination of flushing, diarrhoea and bloating after initiation 
of serotonergic medications [Shi]. This data suggests that depression can be treated 
with an SSRI in patients with NENs. Commencing with a low dose and titrating up 
whilst monitoring for side-effects allows for early cessation if necessary. 
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