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BAKGRUND TILL KLINISKT
UTVECKLINGSPROJEKT

For patienter med aggressiva cancersjukdomar med snabba forlopp och intensiva och kravande
cellgiftsbehandlingar (akut leukemi, lymfom, sarkom)

Langa vardforlopp, manga inneliggande dagar

Diagnos och behandling innebar svara fysiska, psykiska och psykosociala pafrestningar

Forskning visar att behandlingen kan ges inom dppenvarden pa ett sakert sétt till de flesta patienter och
beskriver positiva effekter som 6kad livskvalité, kénsla av kontroll och frihet, farre biverkningar och mindre
risk for infektioner




PROGRAMMERBARA PORTABLA
INFUSIONSPUMPAR

SJALVADMINISTRERING AV
SUBKUTANA
CYTOSTATIKAINJEKTIONER




Genomlysning av behandlingsregimer for att se
vilka som kan ges polikliniskt

Tatt samarbete med apotek och pumpféretag
Utbildning till patienter och personal

Tydliga kontaktvagar for patienter

Skriftligt material, PM, flodesscheman

Fokus pa personcentrerad vard med ¢kad grad
av egenvard

SKANE



Bilderna visar samma behandling, hur det
gavs tidigare da patienterna var kopplade
till en droppstéllning och numera, da

2022 0 0ag patienterna kan bara runt pa sin

Slutenvard 1 behandling i ryggsack.

Oppenvard Oppenvard |0}
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FROM PROJECT TO PRACTICE
Finding freedom with self-administration on
the way to HSCT %= %

HewAToLo Self-administration of
« EHA =55 EHA2024

Sara Pettersson & Cecilia Engberg de Carvalho
Department of Hematology, Skane University Hospital, Lund, Sweden

INTRODUCTION

WHO WE ARE

D and injections given as treatment for patients with Multiple
Myeloma (MM), Myelodyspiastic syndrome (MDS) or Acute myeloid leukemia (AML) as a bridge to autologous- or
allogeneic stem cell transplantation (auto/alio HSCT). Pretransplant regimens are intense and requie frequent time-

consuming visits.

The inspiration to implement self-administration came after a visit 1o Odense Hospital 2016 where patients were
administrating Azacitidine at home. The same year an article by Lassalle et al. described administration of Bortezomib
at home by other outpatient clinics. This inspired us to implement self-administration and further develop the concept. Cociia do Car

Oncology Carthod Nurse

Though not a study, this project was started 1o save time for both the patient and the clinic without affecting the quality
of treatment or patient safety while at the same time increasing patient participation and empowerment

METHOD

The project started 2017 with Azacitidine, then shortly after with Bortezomid,
Daratumumab was included during the Covid-19 pandemic. A management
decision was made to implement seti-administration as a standard procedure.

The implementation process required exhaustive preparation. Information
material to physicians, nurses and patients were produced and a system for
co-operation with the pharmacy was developed.

Pationts recelved the first injection In each cycle in the outpatient clinic. To
guarantee patient safety all patients were given written and verbal
information, instructions of subcutaneous injection technique and
administered their first injection under nurse-led observation. Patients were
instructed to contact the clinic before the next injection if their general
condition decreased.

CONCLUSIONS

= Self-administration of Bortezomib and
Azacitidine is now a standard procedure

Patients feel secure at home and all the staff
at the clinic are comfortable training patients
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RESULTS

November 2021 to November 2022 there were 23 patients with MM
planned for auto HSCT and 9 patients with MDS or AML planned for allo
HSCT (Table 1). During mls period 83 % administered Bortezomib at
home, 26 % at home and 89 %
Azacitidine at home. Most pahefus ‘with MM administered half of their
Bomzomb mpcuons at home. This resulted in weekly visits since self-

was not yet fully i Afew
patients also admnn-slolod Daratumumab at home. Patients with MDS/AML
administered 2 or 3 of 5 Azacitidine injections per cycle at home.

The perceptions of the staff at the clinic were that this was a positive
experience for the patients. Patients have spontanecusly expressed that it
was timesaving, they felt secure and described increased patient
participation and freedom in everyday life.
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INTRODUCTION
=

Our poster at the EBMT-conference in Paris
2023, describes how self-administration of
Azacitidine at home for patients with AML
and MDS planned for allogenic HSCT has
become a standard procedure at our
outpatient clinic where between
November 2021 to November 2022 89 % of
the patients administered Azacitidine
themselves 2t home

It presented a successful project that saved
time for both the patients and the clinic
without affecting the quality of the
treatment or patient safety while at the
same time increasing patient participation,
empowerment, and quality of Iife.

AIM
=

Our aim is to examine if self-administration
of Azacitidine at home is still a standard
procedure for patients planned for
allogenic HSCT at our outpatient clinic and
if tis also a standard procedure for non.
allogenic HSCT-patients

METHOD
=

We used a descriptive cross-sectional study
design to collect and analyse data from our
population at a single point in time.

Our sample was all registered patients with AML
or MDS at Skane University Hospital in Lund,
Sweden with ongoing Azacitidine treatment at
the timepaint 5 February 2024

We used Excel™ to register if the patients were
eligible for allogenic HSCT or not, whether they
administered their Azacitidine by themselves at
home or not and how many of the patients
were over or under the age of 70,
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standard procedure

RESULTS

At the timepoint 5 February 2024 there were 26 patients treated
with Azacitidine in total, 73 % of the patients administrated
Azacitidine at home by themselves,

Out of the 26 patients, 6 of them were eligible for allogenic HSCT and 20 of them were not (Table 1). 100 % of the patients
eligible for allogenic HSCT administered Azacitidine by themselves at home. 65 % of the patients not eligible for allogenic
HSCT administered Azacitidine themselves at home (Graph 1)
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Total

68 % of the patients over the age of 70 administered Azacitidine themselves and 86 % of the patients that were under the
age of 70 administered Azacitidine themselves {Table 2, Graph 2).

Self-administration in relation to age
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CONCLUSIONS

The outpatient clinic at Skane University Hospital Lund,
Sweden, has worked to improve the quality of life for patients
with AML and MDS by implementing self-administration of
Azacitidine at home for several years. At first, the focus was on
patients eligible for allogenic HSCT, but this observational
report indicate that it has been successfully implemented for
patients not eligiole for allogenic HSCT as well.

« Self-administration of Azacitidine is still a
standard procedure among patients eligible for
allogenic HSCT by maintaining an even higher
number than previously reported

* The procedure is also a standard procedure for
patients not eligible for allogenic HSCT

« This report hopes to inspire other clinics to
i If-admi ion of ine at
home as a standard procedure
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VINSTER FOR
PATIENTERNA

Okad frihet och sjalvstandighet
"Jag kan vara hemma, nara min familj och mitt liv. Det kAnns som att jag ar en del av livet,

inte bara en patient.”

“Jag élskar det! Jag élskar friheten. Jag har kunnat gé ut och tréffa mina kollegor och jag
har kunnat ga cirka 6000 steg per dag. Jag har bade mitt liv och frihet | denna
ryggsécken”

Okad delaktighet och empowerment
"Jag trodde inte att jag kunde klara det har sjélv, men personalen visade att de trodde pa

mig. Det gav mig sjéivfértroende.”

"Och da blir man @&nnu mer delaktig i sin sjukdom pa nagot satt, och jag tror att det &r en
rétt sa bra grej, for att ju mer involverad man blir desto mer... jag tror det &r ett bra sétt till

att férhalla sig till sin sjukdom, att vara engagerad.”

Minskad stress och battre aterhamtning
"Pa sjukhuset blev jag konstant pamind om min sjukdom. Hemma kan jag ibland glémma

att jag ar sjuk, och det hjalper mig att Idka bade mentalt och fysiskt.”

*Jag upplevde att det gjorde jéttestor skillnad fér mitt tillfrisknande och att jag inte heller

behévde ga lika djupt ner i... jamen i ett kdnsloméssigt mérker”



VINSTER FOR PATIENTERNA

Minskad risk for infektioner
"Att slippa vara pa sjukhuset innebar ocksa att jag inte riskerar att dra pa mig

infektioner fran andra patienter.”

Battre nutrition och mindre illamaende
"Att slippa ata maten darinne... Nej men det har blivit en jattestor grej for mig alltsa.
Rent psykisk, alltsa jag fixar inte, jag kanner mig jagad hela tiden. Sa att kunna vara

hemma och ata nar jag vill, vad jag vill och inte vara papassad hela tiden

Narhet till familj och socialt stod
"Jag har fru och tva barn, barnen &r 13 och 9 ar... Att kunna vara hemma, dven om

Jag ér trétt och inte kan bidra till sa& mycket, var otroligt viktigt for barnen.”

"Livskvaliteten paverkades ju... alltsa att fa tréffa bamen varje dag, att fa héra hur
dom har haft det i skolan och hjélpa ftill lite med léxor... att kunna géra saker sjélv
dar hemma dven om jag lag och vilade det mesta sa var det positivt, det &r otroligt

stor skillnad.”
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Ansvaret flyttas Over pa patienten

Ansvar for anhodriga nar patienten &r hemma

“twas a big responsibility for (name of partner) that | came

home and had the pump with me. But | think that for him the
fear of me dying was the greatest concern.” (Bennich, 2022)

Patientens psykosociala behov kvarstar

Utmanar vardpersonalens strukturer och attityder

SKANE



LEDER DETTA TILL PERSONCENTRERAD VARD?

Trygg och delaktig patient

"Det var sjalvklart vad jag skulle géra om nagonting hande, och sen fick jag ett nummer om jag inte skulle reda ut det sa jag
kunde ringa upp till avdelningen och fa hjélp... ja jag kdnde mig aldrig orolig och sa... sen &r pumpen ju enkel att skébta...

dom beréttade det jag behévde veta."

Vardpersonalens roll

"Det kéndes som att personalen verkligen trodde pa mig, och det gav mig trygghet att hantera pumpen sjalv.”

Distinktionen mellan person och patient

"Det var skont att kunna ha pumpen med sig och fa lite rutin i vardagen, istéllet for att ligga inne. Och jag kdnde mig som

mig sjalv igen, inte bara som en patient."




VARFOR AVANCERADE
BEHANDLINGAR

HEMMA? - Ett mer holistiskt synsatt pa patientens liv

« Patienten blir till en samarbetspartner som tillsammans med

oss driver utveckling

« Inspiration till kreativa ldsningar
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