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INTRODUCTION RESULTS RESULTS continued

= Neuroendocrine tumours (NETs) are rare, 1. Informational Needs Fig. 3: Diagnostics available for patients
although the incidence and prevalence have d

Perceived unmet needs regarding the provision of information differed between )
risen over the last 30 years! 100%

groups (Fig. 1) - 90%

Progress has been made in the understanding
and diagnosis of NETs, but current

o 77%
70% 64%
management varies considerably and many In the majority of cases, patients had to search for further information themselves Ezj
patients still receive suboptimal care?3 following diagnosis (patients: 91%; advocates: 97%), yet 84% of HCPs thought they 2 o
. . provided sufficient information regarding NETs to patients and their families 30% s
" The International Neuroendocrine Cancer 0% 15% 14%
Alliance (INCA) consists of 20 patient advocacy Those patients who searched for additional information mostly consulted 0%
and research groups and supports NET patients patient association websites (69%) 0%

(and their families) by advocating on their
behalf to improve diagnosis, care and research

For patients, the primary source of information were HCPs (68%)

% reporting tool available

Gallium-68-Dotatate PET/CT Fluorodeoxyglucose PET
The information requested or found on patient association or HCP websites mostly scan

(61%) or fully (48%) met patients’ needs B Patient/family (n=98) M Advocate (n=20) ® HCP (n=44)

OBJECTIVES Fig. 4: Treatments available for patients

Fig. 1: Informational needs perceived as mostly/fully met
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METHODS

" The survey was carried out in 2017 and
consisted of 35 questions across four key areas:

Provision of J Diagnosis and
Information Treatments

% reporting treatment available

% reporting needs mostly/fully met

Access to R h Doctor or MDT  Treatment Medical Relevant Management of Research Psychological  Clinical trials .
Care esearc options condition associations condition care All three groups repOrtEd that Mmany patlents

had to travel long distances or abroad for

B Patient/family (n=337) W Advocate (n=33) m HCP (n=70) _ _ .
treatment or consultation with a NET specialist

The survey was completed by three groups
[patients/family members, advocates and

healthcare professionals (HCPs)], with questions CONCLUSION
designed to be cross-comparable 2. Care Needs

MDT: multidisciplinary team

This survey found significant unmet needs in

Questions were based on data from the first = All groups felt that many standards of care, including psychological care and diagnosis the integrated, ‘wrap-around’ care that
Global NETs Patient Survey conducted in 20142 of mental health conditions, were not fully met (Fig. 2) supports treatment of NETs

Participants could skip questions; therefore, all Most patients’ care was managed by multidisciplinary teams (MDTs) (patients: 66%; There is a clear need to increase awareness
answers were based on the total number of advocates: 94%; HCPs: 70%); however, patient needs were not fully/mostly met by

and education in NETs amongst HCPs in both
respondents for each question 34% of MDTs and around 14% of patients felt they did not receive enough contact

primary and secondary care

The survey was created using SurveyMonkey®

and disseminated within the global NET Fig. 2: Care needs mostly/fully met
community by INCA member organisations and

advocates

This may help to facilitate not only more
prompt diagnosis and referral for patients,
but also provision of improved ‘wrap-
around’ care

PATIENT CHARACTERISTICS

443 participants from 26 countries responded:
338 patients/families; 35 advocates; 70 HCPs

Most HCPs worked in oncology (39%),

36%
30% 31% 32% 32% 309
. . 23%
gastroenterology (29%) or nuclear medicine 18% 16% 17% 6%
(13%); 10% were nurses % %
S 4 ad tes had b dlv simil % . Singh S, Granberg D, Wolin E, et al. Patient-reported
atients and advocates had broadly similar 6

- burden of a neuroendocrine tumor (NET) diagnosis:
d . h « 4 T bl 1 Psychological Information on Diagnosis of Treatment for Support with  Pain treatment  Palliative care Personal care . . .
isease characteristics (Table 1) - " VIHC Ve werhecheiten Results from the first global survey of patients with

W Patient/family (n=334) B Advocate (n=34) M HCP (n=69) NETs. J Glob Oncol 2017;3:43-53.
MHC: mental health condition
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Table 1: Baseline characteristics

Most common type of tumour

A higher proportion of advocates attributed the unavailability of treatment on This study was sponsored by the Neuroendocrine Tumor

the healthcare system (67%) and inability to afford treatment (57%) Research Foundation, a non-profit, charitable foundation
dedicated to NET research and support of NET patients.
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