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The
Myeloma Patient Outcome Scale
(MyPOS)
German Version
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Introduction
= Multiple Myeloma Is characterized by high symptom burden and impaired oo/ Functon Fig. MyPOS as
_ _ ymptoms/Functioning _ _
quality of life (QoL). o o validated in the
= Today 60% of MM patients belong to the fast growing segment of the  Shartns o reath || - Prbiems with_ U.K. consists of 33
" ¢ - » Gastrointestinal - Usual activities
population of over 65 years, ,baby boomers‘ are approaching. Wouthprodlems ~ Hobies/lisure tems with 3
. . . . « Neuropathy - Quality time with subscales based
= Medical progress results in prolonged survival of myeloma patients. + Remembering family and friends on a QoL model
= Palliative care Is accessible only for a minority of myeloma patients. with the
= No German standard measure of Myeloma QoL exists. Fmotionairesponse pesitheare support dimensions
« Worry about: ¢ Feeling depressed # Doctors or nurses:
] _ ] _ ] _ _ _ ¢ lliness/treatment  * Feeling at peace ¢ Contact if needed sSvVvim toms’
AIM: This project aims to provide a valid and reliable QoL and palliative = «fectons * ity to cope + Knowledge/sil )e/mrc))tional
* Appearance Wi e Care and respec
i i i i _ e Financial situation illness/treatment » Enough information about illness
nggds mstrL_lment for MM W|th.an emphasis on patient-centered aspects for ~ :finncels " < Famiyoniey _gnwghmfﬂrmﬂ;mahw;m response, and
clinical use in Germany. For this purpose the MyPOS was culturally adapted =~ =Mnesvorsenne - Practical matters healthcare support.

to the German context.

Viethods

= Approved German translation and cultural adaptation of MyPOS
review of the literature — selecting appropriate instrument = Patients suggested a stronger focus on caregiver burden, to

'

Incorporate the wider patient support system
= Participants in Germany suggested more elaborate answer
options regarding information needs, incorporating respect for the

translation from English MyPOS to German (EORTC-guideline) : : : : : : :
S ° patient’s possible wishes and right for less information:

Umfassend Wurde auf Wurde sehr
" informiert - ich Habe Nachfrage wenig
. weilk, dass ich Informationen informiert - informiert -
jederzeit  erhalten, aber hétte aber  einige Fragen )
Achieving conceptual equivalence of ,quality of life’ by nachiragen . miohtimmer.gem mepr . wuraen . Uberhaup!

focus group interviews involving

1) patients & family, 2) health care professionals 8 Haben Sie <o viele

Informationen erhalten, 0 1 2 3 4
wie Sie wollten?

$

cognitive interviews with patients about
comprehension — retrieval — judgement —response
(Tourangeau, 1984), and

= Clarification of items in favour of more direct language:

comprehensiveness, acceptibility, risk-benefit-ratio Probleme in
" : Bearbeitung/
Keine
parti cipant n_ purposive samplin g - Probleme ein wenig mahig stark sehr stark
9. Wiinschen Sie sich
role Unterstitzung bei
focus group praktischen Problemen,
i . . gender die Folge lhrer 0 1 2 3 4
patient & 5 patient, relative Erkrankung sind (z.B.
famil age 2 65/ <65 J. finanzieller oder
. o
y remission/ stable disease/ progressive disease personlicher Art):
focus group = Careful consideration of issues which are not regularly addressed
health - 6 rofession physician, community care, nurse in hospital, ] ]
e elits P psycho-oncologist, social worker bUt |mp0rtant fOr patlentS:
professmnals Beantworten Sie bitte die folgende Frage unabhéngig davon, ob Sie zurzeit sexuell aktiv sind.
P atient gender Wenn Sie die Frage lieber nicht beantworten méchten, kreuzen Sie das nebenstehende Kéastchen an U
cognitive 9 MM stage Il Salmon & Durie, MM w.  29€ 2 65/ <65 J. und fahren Sie mit dem néchsten Abschnitt fort.

positive CRAB-criteria, high risk of

interviews Karnofsky performance score, phase of iliness

progression or other indication for

Gar nicht Selten Manchmal Meistens Immer

diesease specific or supportive care

socio-economic background

13. Haben Sie sich in der
vergangenen Woche

" Gedanken um lhr 0 1 2 3 4
CO n C I u S I O n S Sexualleben gemacht?

Integration of palliative care aspects seems to be required and Removal of health care satisfaction items because of their

welcomed by patients with MM. The MyPOS-German might be a association with fear of unjustified criticism of staff and  snmeess sch s
valuable instrument to support haemato-oncologists in this respect. social desirability bias or non-response bias
Testing models for its implementation is the next step. The patients’ = Content validity: Comprehensive QoL coverage of
call for a caregiver version is an important research implication. MyPOS confirmed
= Confidential treatment of MyPOS information important !
Please contact: christina.gerlach@unimedizin-mainz.de = Patients want the issues raised by MyPOS discussed with their

| | - - | doctor, and MyPOS may help to direct and focus conversations.
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