Method Respondents Table 1: Respondents’ characteristics broken down by language group Words and actions that are most appreciated
e O S There were 249 responses,167 in English by PWM BC

English (n=167) German (n=82) English (n=167) German (n=82)

u u u u
U n Cove rl n g I n Se n S Itlve The survey questionnaire was developed based on desk research and interviews and 82 in German. One German-speaking <30 years 0% 2% Highest education  University degree 65% 40% Respondents were asked to identify the nicest words or responses that they
: : : : respondent answered the English questionnaire. ) 0 0 el Bl e - 0 0 ived f le | ti ith their MBC. Thei were analvsed
with PWMBC to identify commonly used platitudes about MBC. A market 30-39 years 7% 13% Further education 22% 24% received from people in connection wi eir . Their responses were analyse

[ | .
Iatltu d es " a S u rve Of research company drafted the questionnaire, which included a mixture of The respondents who answered the English 40-49 years 307 2976 SEEREEence 19 207 to identify common themes, which are outlined in table 2. Respondents indicated
_ | ’ L . . questionnaire were living in the following countries: 50-59 years 39% 42% Initial breast Initially diagnosed with 65% 49.4% they most appreciated practical support. They also liked to receive caring words
closed-ended and open-ended questions. The face validity of the English version UK (87%); Ireland (5%); Switzerland (1%): 60-69 years 24% 12% cancer diagnosis early breast cancer and gestures, encouragement and authentic communication that leaves space for

peO p I e W It h I I l etaStat I C of the questionnalre was tested by two PWMBG and then translated into German. USA (2%); France (1%); Spain (2%); Other (1%). ~rovears o - Z(e)tn:r;diagn%is orMBE 3?2;0 43'33 difficult conversations, to be treated as normal and for people to simply say nothing.

The link to the English version of the online survey was distributed by the patient The German gquestionnaire was completed by Working status  Full time 18% 15%
Part time 20% 13% Time since first Up to 12 months 6% 7.2%

b _t M B C organisations: abcdiagnosis and METUPUK via online patient communities respondents living in Germany (90%); Switzerland Homemaker 2% 4% diagnosis of -4 years 40 .
re aS Ca n Ce r for PWMBC. The German version was distributed by Mamma Mial. A screening (5%); France (1%); Austria (2%) and other (1%). Not working due to MBC 43% 61% breast cancer 5-9 years 27 7% 30.1% Table 2: Words and reactions that were most appreciated by PWMBC
question was used to exclude people who were not affected by MBC. An overview of the characteristics of the FEIEE CLE IO ERE 1675 76 10-19 years 19.9% 19.3%

respondents can be found in table 1. SIEMRIZYES 1% e SV YRR B I Common themes Frequency theme Description of theme
was mentioned

Th ntitative data were anal in riptive statistics. A themati
AUTHORS: Lena Geltenbort-Rost Product Communications € quantitative data were analysed using descriptive statistics ematic

Joanne Taylor Founder, ABC Diagnosis — After Breast & Patient Advocacy Lead, Seagen International GmbH analysis was conducted to identify common themes in the qualitative data.
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ne. Ké Montagnola, Switzerland : : - : : :
The Breast Cancer Magazine, Kéin, Germany ontagnoia, owitzenan Figure 22 PWMBC'’s perceptions about platitudes about approaches Figure 4: PWMBC'’s perceptions about platitudes about

R I.t to managing MBC (n=249) their appearance (n=249) Caring words Use empathetic words and actions that make
eSU S and gestures the person feel loved and cared for.

B aC kg rO U n d Perceptions Of M BC platitUdeS You're a guinea pig for the doctors/ | wouldn’t mind losing a breast/ [ I . Encouragement Encourage, praise and compliment the person about

pharmaceutical companies. my hair/weight. how they are coping with the reality of living with MBC.

Practical support 103 Be genuine and concrete in offers of support that
will make the person’s life easier. Be present with
the person when and where they need it.

Peo.ple wit.h. metqstatic breast cancer (PWMBQ) are ofteq frustrated and hurt_at The most negatively ranked MBC platitudes were trite comments about the person’s You can Kill cancer by (avoiding) s onl hair. twill arow back. DY 199 o
the insensitive things people say to them (platitudes), which leaves them feeling appearance, the value of MBC treatments or that the MBC was caused by certain eating/drinking this and that. > only hair. 1L Wi grow back. ; : ; Authentic communication Genuinely enquire as to how the person is feeling

unseen and misunderstood. PWMBC want others — including family, close lifestyle choices. Commonplace sayings that downplayed the seriousness of MBC Chomo frestment poisons your body. didnt know vou'd put weight on with cancer. I o o or coping, and be ready to discuss, whatever their

friends, healthcare professionals, work colleagues and casual acquaintances were also viewed as negative. PWMBC also disliked when others claimed to know 3:}\;?&; E:rfc:rrst:t?gnascfgae\% as\éggénf% rp;}lgmltind

~ tO_ UnderStar?d their perspective and be more empathetic and considerate in what they were going through. Respondents’ feedback on different types of MBC When will your treatment end? 8 At least you haven't lost your hair. g2 19% 1% speak about topics such as death and dying.
their communication. platitudes are outlined in figures 1-4. Have you tried this and that

This survey was conducted to: . treatment/suggestion /diet?
| | Perceptions about how PWMBC are labelled
e Understand the most common and frustrating platitudes that are used
with people with MBC Respondents were asked to provide feedback on the words that people often use
Identify who is more likely to use the most frustrating platitudes to describe PWMBC. None of the WOF.dS that were testgd had positive Co.nnotations My friend tried this and that treatment. ~ [RER2 You don’t look sick! IR
Explore the | t of th t frustrati atitug e with MBC for the respondents, and most were viewed quite negatively, with words like “sufferer”, Hope this reatment will not cause
XPIOTE The TMpact 0T the MOSL TrUStrating platitudes oh peopie Wi “warrior” and “fighter” being least appreciated (see figure 5). Overall, the German- too much trouble for you, A

Identify and prioritise which words and actions people with MBC would speaking respondents had more positive perceptions of different words than their | |
find more supportive English-speaking counterparts. Hope this treatment will work for you. gl Youlook sowell!  peeg Results of the thematic analysis of the 249 responses to the question (combined English and German

results). Multiple answers were possible (total >100%)

63% Will you get a free breast reconstruction?  Jakd 1% To be treated as normal Treat the person as you normally would, remembering
they are a person before being a patient. Offer to do
Have you tried alternative medicine/therapy? 57% | didn’t know you’d lose weight with cancer. 68% normal things together, while being flexible enough

to cancel or postpone if needed.

Nothing Know when it is right to say nothing at all, rather
A bald head suits you. 63% than filling the silence with an insensitive ‘platitude’.

Figure 3: PWMBC’s perceptions about platitudes that downplay Figure 5: Perceptions of the different words that are commonly used Examples of the nicest things that
the seriousness of MBC (n=249) to describe PWMBC (n=249) PWMBC heard from others when
8% speaking about their MBC:

ConCI usSIions Figure 1: PWMBC'’s perceptions about platitudes about their lifestyle (n=249)

This survey shows that PWMBC are exposed to insensitive platitudes in their
daily life. It can be difficult for them to respond directly to inappropriate comments.

PWMBC would prefer offers of practical support that make their life easier and

It’s down to alcohol/diet/ lifestyle. 94% 6% 0% Everything happens for a reason. 87% 13% 0%
. L 0 : 0 You'll be your old self again soon. 86% 13% | 1%
: 90% 10% 1% . .
for people to be more empathetic and encouraging in what they say and do. You could get run over by a bus | vontwory  BEERR T ¥ Can | do (insert chore) for you, % | understand you might not feel up
21%
2%
|

. " e . A /didn’ i ) o A % 73 . . ay g .
PWMBC do not want to be excluded from social activities because of their What did didn'tyou do to make ft come back? - Ik R B | know how you feel. 25% ] 1 il " please? [Rather than just: ‘is there to committing to something, but we
condition and would prefer for people to say nothing when there is nothing to My friend/relative died of that. IS CR — You can win [ Taht . | o anything you need, let me know’ or will include/invite you as we want to

54%

say. The differences in the findings between the English and German-speaking 'm sure you'll be fine. KL 15% [ 2% You're going to beat this!
respondents may point to some cultural differences between the English- and I've never had cancer but | know how youfeel. 234 16% ] 2% Get well soon!

German-speaking worlds or between younger and older PWMBC. | know somebody who had that. »  Getwolsoon
B Think positivel / Have 2 posiive outiook!

The survey findings demonstrate a strong need to raise awareness about You’re strong! / Be strong!

hurtful MBC platitudes and to foster an understanding of how health You're so young. You're so brave.
professionals, family members, friends, work colleagues and society Why does it always happen to good people! | don’t know how you manage that.
41% This must be very difficult for you.

Are you ok?
Can | give you a hug? 5% [}

13%
_ _ Would you like to talk about it or not? 3% [l 22% I
Let me know if there’s anything | can do. 12% How are you feeling today? 2% [l 21%

Fm sorry you're going through this.  [CIR Can I support you by doing... 2% [T I :: oufferer - Warrior
(any specific activity meant to help)? ’ Negative *° Neutral ‘ Positive ' Negative *°® Neutral ‘ Positive “A message that says: I am thinking i I don ,t want you to dle “In that
of you, no need to reply” moment there was both love and

acknowledgement of [the] eventual
: outcome. It was open, honest,
Figure 6: Ranking of people who most often say or write inappropriate Those_ who Say or V_Vﬂte the Figure 7: Respondents’ approach to dealing with words, phrases or questions In everyday life heartfelt and enabled further

or insensitive things to PWMBC (n=249) most insensitive thlngs that they find inappropriate or off-putting %] admire how you deal with it - for conversation”
staying positive despite everything

0,
46% 44%
37%

Getting cancer is my biggest fear. 204 33%

23% 22%

i.e., | can come with you/take you they did BC (before cancer),
19% 17%

20% | g0, to your appointments/l can do some not always having to mention it,
299, shopping/walk the dog/come sit talking about other things. I’'m
19% 19% 19% with you - if that will help” not just my cancer diagnosis”
14% %
= £ They will sit with me and hold my & Ppeople who listen and try to
I I hand. Sometimes you don’t need understand that this is forever,
words, just for someone to be there I’m not going to be cured and

Fighter ~ Survivor  Journey Brave Inspirational Chronic  Strong Patient to help in whatever way” I will always be on treatment”

can communicate in a more sensitive way with PWMBC. That's really bad news!
| can’t imagine what you’re going through. 17%

This must be very difficult for you. 15%

‘if anything happens, get in touch’]” see you and spend time with you”
| | 10% 10% k& Actual offers of practical help, £ When people treat you like
38%
3
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k& Your illness is a part of you, but
you’re much more than that...”

Respondents indicated that their oncologist ’ : ; % Encouragement from
- - and others with breast cancer were least a. German-speaking b. English-speaking you’re going through those who see the
asual acquaintances Rank 1.9 - S -
! ank 19 likely to say something inappropriate to them, respondents’ (n=83) respondents’ (n=166) & | wish the fact that | am terminally struggle for what it is
Work colleagues (Rank 2.8) whereas casual acquaintances and work ill was not constantly actively denied and acknowledge with

colleagues were most likely to say something | say nothing but change the topic of the 299 or ‘forgotten’” no expectation to reply”
Acknowledgements: Close friends (Rank 4.3) that was insensitive. (see figure 6) conversation away from my MBC. 0

After Breast Cancer Diagnosis

A BIG THANK YOU to the 249 people with MBC who took the time to complete Other health professionals (Rank 4.9) PWMBC’s approach to | say nothing and try o finish the 249,

this survey for helping us uncover the insensitive MBC platitudes that they _ - . . . conversation as quickly as possible. " : :
face every day and for telling us what they would prefer to hear instead. My family (Rank 5.3) de_almg V\’_“Eh mapprop”ate [ tell the person quite directly that | find what they : SU rvey I M ItatIOnS
My family doctor/GP (Rank 5.5) or insensitive words 16%

have said to be (very) inappropriate or off-putting. _ , T .
This survey was sponsored by Seagen International GmbH (now part of Pfizer). The data collection was conducted by Only a quarter of respondents told people when interpreting the data and generalising its findings to everyone with MBC.

Innate Motion Nederland BV. The text of the poster was written by Kathy Redmond with input from the other poster My psychologist (Rank 6.2) directlv when thev had been insensitive. | say nothing and continue the 0 0 A convenience sample was used, respondents were recruited via online patient
authors. Kathy Redmond was not paid consultancy fees to write the content of this poster, although she received - conversation about mv MBC L L T ' : : : :
- = . e > My breast cancer nurse (Rank 6.3) German-speaking respondents were more y : communities, and the questionnaire was only available in English and German.

consultancy fees from Seagen (now part of Pfizer) for her input into the survey’s development and implementation. _ _ .
The poster presenters Joanne Taylor and Eva Schumacher-Wulf have no conflicts of interest to declare. likely to do this (see figure 7a), whereas 0 0 Bgspon_dents tended to be younger women, well-educated Women_ who had b_een
Authors’ email addresses: Other people with breast cancer (Rank 6.7) English-speaking respondents were more Other 4% 1% living with breast cancer for over 5 years. 39% of them had been diagnosed with

jo@abcdiagnosis.co.uk | eva.schumacher@mammamia-online.de | kathy@redmondconsulting.ch | mail@lenagero.com _ likely to say nothing and continue the de novo MBC. This means that the experiences and opinions of everyone affected
Abstract Final Publication Number: 248P My oncologist (Rank 7.3) conversation. (see figure 7b) Data from the German respondent who answered the English questionnaire included in the German-speaking responses) by MBC may be under—represented in the survey findings.

. Rank (the lower the average rank, the more often the group shows the most inappropriate behaviour)
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There are several limitations to this survey which means that care should be taken
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