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BACKGROUND Figure 3. State of tumor at time of diagnosis. Figure 8. Patients who had to stop working as a direct result of NETs.

- Patients with NETs experience a wide spectrum of symptoms' and a reduced quality of life Time since diagnosis
(Qol)
=
—~ A cross-sectional comparative analysis of 196 patients with NETs in Norway demonstrated ;‘5 ﬁ;ﬁ 6153335

significantly lower health-related QoL (HRQolL ) scores in patients with NE Ts versus the
general Norwegian population; lowest scores were found for the general health, physical

limitation, and vitality HRQoL subscales? It had spread/metastasized to other organs 67% 27 % B Yes
= Despite the considerable impact NETs have on patients’ daily lives, the joumey for patients with
NETs has rarely been documented; only a few small qualitative studies have been published to _ . B No
date (N <20)%4 It was confined to one organ/site of origin 31% 40% Prefer not to answer
« INCA 15 a network of 18 independent charitable organizations and patient groups from
15 countries around the world. Novartis Pharmaceuticals Corporation collaborated with INCA on
Don't know/can't remember 2% 3%

the first global survey to gather data about the NET patient experience from multiple countries,
with the goal of capturing individual patient experiences of living with NETs to increase
understanding of the NET joumey and the needs of patients with NETs

« We present data on quality of life and the EU NET patient perspective

Cuestion: Which of the followng best descrnibes your NET at the time of diagnosie? P < 05 for patients diagnosed <5 va 25 years ago.

Impact of NETs on Patients’ Daily Lives Base population: EU respondents not currently employed or able to work because of medical disabilty (n = 163).

) ) ) ) Question: Have you had to stop working as a direct result of your NET?
OBJECT'VE « 41% of patients reported fair/poor health, and 72% reported that NETs had a negative impact
on their lives, including overall energy levels (70%) and emofional health (60%) (Figure 4)
— Not surprisingly, respondents diagnosed <5 years ago were more affected emotionally by

Patient Knowledge Regarding NETs

« To raise awareness of the NET-related burden and share patients’ perspectives on NETS,

medical team interactions, and educational needs NETs than those diagnosed 25 years ago (64% vs 55%) * 44% of patients felt they did not have sufficient information regarding NETS after their diagnosis,
and 36% of patients were unable to get answers to their questions about NET (Figure 9)

M ETH OD S anxious/worried uncertain. and scared —~ This occurred more frequently in patients diagnosed 25 years versus <5 years ago (Figure 9)

« Patients expressed many fear-related emotions with regard to NETs, including concerned,

— Significantly more patients visiting a NET specialist center on a regular basis (21 visit/year)
felt they received sufficient information to be educated about NETs compared with non—
specialist center visitors (59% vs 46%)

From February through May 2014, patients with NETs participated in a 25-minute anonymous Figure 4. Negative impact of NETs on different aspects of life.
survey that captured the NET patient experience, including disease impact, medical team
interactions, knowledge/awareness, and information needs

My overall energy levels

My emotional health

My ability to participate in leisure activities

My attitude towards daily life

My ability to travel

My social life

The emotional health of those close to me (family, friends, etc)
My ability to perform everyday household chores

Improvements to Enhance the Quality of Life of Patients With NETs

» Patients suggested various improvements that would help them live better with NETs, including
more awareness of NETs (38%), information regarding how to manage disease-/treatment-
related symptoms (37%/33%), and increased access to NET-specific treatments/medical teams
(37%/36%) (Figure 10)

With the exception of certain demographic information, survey questions were closed-ended;

participants were provided options from which to choose

— Patients were recruited via use of flyers, Web site postings, e-mails, and social media
channels of the INCA member organizations/patient advocacy groups (in 2014, INCA
consisted of 17 organizations in 14 countnes)

— Extensive use of online social media through local/regional advocacy groups allowed
recruitment of a large number of patients with this rare type of cancer

Figure 9. Patient knowledge regarding NETs.

« The survey was primarily conducted online and was available in 8 languages: Bulgarian, Dutch, bl ‘ Eamil
English, French, German, Japanese, Norwegian, and simplified Chinese My ability to care for my family . . . .
giish, : : T ' T _ My finances Time since diagnosis
-~ Paper surveys were developed in several Ianguages _and distributed by patient groups and My relationship with my spouse/partner B Strongly agree Somewhat agree <5 years | >5 years
health care professionals {HCP_S} to reach patients w'tht_}Ut Internet access My relationships with my family (other than a spouse/partner) Somewhat disagree M Strongly disagree (n = 457) | (n = 306)
« Data were analyzed at global, regional, and country levels; here we present results from My relationships with my friends
U da?a _ _ _ o My ability to perform my job 15% | was able to get answers
- Statistical differences between comparisons were significant at the 95% confidence level to the questions | had 65% 56%
(P <0.05) about NETs
= This survey was conducted as an equal collaboration between INCA and Novartis, and was i . _
funded by Novartis. Hall & Partners, a research organization, fielded and analyzed the results Su pport Received From Medical Team When/after | was diagnosed, . . ,
- Patients felt well supported by their medical team, particularly endocrinologists (78%), nuclear | had sufficient information to BEZLL 20% 58% 48%
medicine specialists (75%). and oncologists/nurses (74%/74%) (Figure 5) educale myself about NETs
RESULTS —~ Though general practitioners (GPs)/pnmary care physicians (PCPs) were considered part of
. the health care team by more than half the patients, they were perceived as "VEW*"EH“E""'EIY Queshion: To what extent do you agree or disagree with the following statements? P <05 for patients diagnosed <5 vs 23 years ago.
Demog raphlcs supportive” by a lower percentage of patients (60%) than other HCPs, including nurses and
- Atotal of 1928 patients with NETs were recruited from >12 countries in the Americas, Asia, EU. oncologists/hematologists Figure 10. Improvements patients believed would help them live better with NETs.
and Oceania (Figure 1) » Patients also felt that members of their medical team understood how NETs affect their lives,
~ The majority of respondents were from EU (n = 763) and North America (n = 922) particularly nn{:nlng_ls_ts {?5%] and endocrinologists (_7"4%) (Figure 6) | | More awareness of the condition in general to make it easier
Fi 1C : :cinating in the alobal NET . — GPs/PCPs, physician assistants, and pulmonologists were among the medical providers for me to be more open about it with other people
igure 1. ountries partlclpatlng In the globa pat'e"t Survey. seen as having less understanding of the impact NETs have on patients i
Better understanding of steps | can
Fabents Figure 5. Support provided by specific HCP groups. take to help manage my disease-related symptoms
H28 18%) Better access to NET-specific medical treatments
763 (40%)
20 (5%) Very/Extremely Somewhat Not supportive '
T Group supportive supportive at all Access to a NET medical team
_ e o - Better understanding of steps | can take
Endocrinologist (n = 283) 78% 16% 4% to help manage my treatment-related symptoms
Nuclear medicine specialist (n = 292) 75, 17% 4% Greater support to help me deal with the mental
health consequences associated with the disease
Oncologist/hematologist (n = 425) 4% 22% 2%
More knowledgeable health team
Nurse/nurse practitioner (n = 237) 74% 23% 1% Materials that would help me better
Gl specialist (n = 274) 799 238, 4% explain my condition to family and friends
... Greater understanding from my employer about
Surgeon (n = 154) 68% 19% 6% the impact my NET has on me
Nutritionist (n = 41) 66% 27% 2% Other
GPF/PCP (n = 486) 60% 30% 7% None of the above
Base population: All respondents (N = 1928). Cuestion: In which country do you live? In which region do you live? Pulmonologist (n = 48) 5404 339, 6%
Physician assistant (n = 71) =i ie Lt Question: Which of the following, if any, would help you live with a NET?
* The average age of EU patients was 58 years; 57% were female
= Gastrointestinal (Gl) NET (53%) and pancreatic NET (pNET) (27%) were the most common Question: Which of the following best describes the level of support you receive from each of the following in helping you deal with your NET? LlMlTATlONS
subtypes reported among EU patients, followed by lung NET (10%), other (8%), thymus (1%),
and unknown site (4%) Figure 6. HCP understanding of how NETs affect patients’ lives. - This global NET patient survey had several important limitations that might have affected results:
= Most patients had grade (G) 1 (41%) or G2 (26%) functional disease (44%) (Table 1) — Potential recall bias
—~ Gl NETs were more likely than pNETs to be low grade (G1: 50% vs 32%) and functional - Standardized, validated Qol assessments were not used
(58% vs 23%) Group Very/Extremely Somewhat Notat —~ Recruitment was conducted primarily through patient advocacy groups (51%) and online
- 61% of patients reported being diagnosed <5 years ago (Figure 2) Lt e L e L sources (32%); this might have resulted in a potentially biased sample not fully representative
- 63% of NETs had metastasized at time of diagnosis (Figure 3) Oncologistihematologist (n = 425) 75% 20% 2% of the heterogeneous NET population | N
] _ : _ - Respondents were more likely to be highly engaged and motivated care seekers, including
— Rate was greater for patients with Gl (719%) or pNETs (62%) than lung NETs (37%) Endocrinologist (n = 283) T4% 20% 2% - : -
i ) female patients or those with a poorer prognosis
—~ Rate was greater for patients diagnosed <5 years (67%) versus 25 years ago (5/7%) Gl specialist (n = 274) 7901 21% o0
= 34% of patients were employed full or part time or were self-employed, 39% were retired, 18% :
were on medical disability, and 8% were not employed/homemaker/student Nuclear medicine specialist (n = 252) 70% 20% 3% CONCLUSIONS
. Surgeon (n = 154) 69% 21% 2%
Table 1. Functional Status and Grade of NETs —— e » Results from this large global survey demonstrated that in the EU, similar to the global
Nutritionist (n = 41) 68% 22% 2% ! : ] S ) i i
] population, NETs have a large impact on patients’ daily lives, including emotional health,
Functional Status of NET Grade of NET Nurse/nurse practitioner (n = 237) 66% 30% 3% interactions with friends and family, and ability to perform household tasks or travel
Functional NETs: Produces symptoms GP/PCP (n = 486) 579% 6% 4%, . Patielnts_ ﬁflt welllsuppnrggd_ by their_ N|EtT mecgcal teams, particularly endocrinologists,
i : : oncologists, nuclear medicine specialists, and nurses
caused h}_,r the _secretlnns of hprmnnes 44% Low [Grat_de j]._NETs are relfhvew 41% Pulmonologist (n = 48) 549, 399 6% 0gIsts, _ [ : _ _ _
(eq, flushing, diarrhea, wheezing, slow growing; Ki-67 index =2% ~ However, many patients felt they lacked sufficient information to educate themselves and
cramping) Physician assistant (n = 71) 42% 35% 13% others about NETs
Nonfunctional NETs: Does not = Numerous improvements were sugges_ted, including: |
secrete hormones; however, they Intermed_iate (Grade 2): NETs have a Queston: To what extent do the following people anderstand how having a NET affects your lfe? — Greater access to NET-specific medli_:al teams/medical treatment
may cause symptoms caused by 17% less predictable, moderately aggres- 26% —~ More awareness of how to manage disease- and treatment-related symptoms
tumor growth (eg, pain, sive course; KI-67 index 3%-20% . . . . — Better access to informational materials about NETs
intestinal blockage, bleeding) Lifestyle and Work-Related Changes Following a NET Diagnosis
. - . .  Patients reported making several lifestyle and work-related changes following diagnosis:
As tomatic NETs: Expenence no High (Grade 3): NETs can be highl _ : ) _ _ _
syn?lg;gms P 20% aggrefssive; I{i-]i.’i? ndex >20% gy 7% ~ Lifestyle-related changes included dietary modifications (52%) and increased travel (47%) or REFERENCES
related spending (41%) for medical appointments (Figure 7) 1 Vinik Al et al P 2010:39(8)713.734
- - o : — Patients with lung NET (34%) were less likely than those with GI (54%) and pNET (55%) to - ViR AT et al. Fancreas. 2U1H,95900). -
Physician does not describe/discuss| 13% Physician did not give my NET agrade | 16% make dietary mn?i'rﬁﬂatiéns ) y (54%) and p (99%) 2. Haugiand T et al. Qual Life Res. 2009;18(6)719-726
Physician does not give grade or 79, - Work-related changes (among those working, n = 260) included having to stop working 3. FE_'”berQ Y etal. kur J Oncol Nurs. 2013;17(5):541-545.
; describe/discuss altogether for a period of time (32%), take days off work (30%), reduce work hours (27%), and 4. Gnfiths J et al. Eur J Oncol Nurs. 2007,11(5):434-441.
Don’t remember 6% _ :
ask employer to make accommodations (such as flexible work schedule, work from home,
Don’t remember A% : : L _
adaptive devices, opportunities for rest; 24%) A C KN OWLE D G M E N TS
Questions: How, if at all, does your physician describe the functional status of your NET? Which of the following, if any, does your physician currently use to describe - Of patients who were not currently employed or not able to work because of medical disability
the grade of your NET? N ; ; . .
. . . . . (n =163), 87% had to stop working as a direct result of their NETs (Figure 8) » We thank the patients who participated in this survey and our patient advocacy partners throughout the
Flg ure 2. Time since dlagnnsls. —~ 30% of retirees (n = 295) had to stop working earlier than planned world who contributed to this project, including Australia, The Unicorn Foundation; Belgium, vzw NET
. . & MEN Kanker Belgium; Bulgana, The Association of Cancer Fatients and Fnends (APOZ); Canada,
FIgUI’E I LIfESt'_',"E changes caused b}f NETs. Carcinoid-Neurocendocrine Tumour Society (CNETS) Canada; France, Association des Patients Porteurs de
Mean: 5.4 years _ Tumeurs Endocrines Diverses (APTED); Germany, Netzwerk Neuroendokrine Tumoren; Japan, FanCAN
o1 . Make dietary changes 52% Japan; New Zealand, Unicorn Foundation NZ; Norway, CarciNor: Singapore, Carcinoid & Neuroendocrine
E . . - Tumor Society (CNETS) Singapore; United Kingdom, NET Patient Foundation and The Association for
- Spend a lot of time on travel to/from medical appts S Multiple Endocrine Neoplasia Disorders (AMEND); and United States, The Carcinoid Cancer Foundation
18 E Stop or cut back on physical activities 42%, and Caring for Carcinoid Foundation
. E Stop or cut back on social life 41% . Medice?l editonal assif_.:'.tance for this_pﬂster was provided by ApotheCom (Yardley, PA) and was funded by
=2 m Novartis Pharmaceuticals Corporation
E:‘ 12 : Increase spending on fravel for medical appts 41%
E 10 : Make exercise changes 40%
9 : J wavs to inst: ad an electronic ¢ is poster to
& ; Cut back on leisure purchases (vacations, efc) 32% Mobille Friendly e-Prints  Jarmaste iome s s o o
P 6 See a therapist for emotional aspects of disease 230/ Text Message (SMS)
a ] . Tent: Qedel?
: 4 3 1 4 3 Increase spending on nutntional products 22% to: BNOVA (86682) US Only
N 2 2 o ) ) +18324804729 North, Central and South Americas;
- 1 1 1 1 Stop or cut back on caregiving for family/friend LA Caribbean; China
" _ D +447860024038 UK, Europe & Russia
Stop or cut back on childcare g4 Soan this QR code +46737494608 Sweden, Europe
1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16-1819-47
Year Other pg4% Visit the web at:
http://novartis.medicalcongressposters.com/Default.aspx?doc-ede17
Cuestion: Approximately how many years ago were you frst diagnosed with a NET? Cuestion: Since you were diagnosed with your NET, have you had to make any of the following changes? Please select all that apply. Standard dota or meseags rates may apply.
Presented at the European Congress of Endocrinology 2015; May 16-20, 2015; Dublin, Ireland Novartis Pharmaceuticals Corporation provided funding for the survey.
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