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Patients’ lived experiences with antineoplastic medines for the management of malignant solid
tumours: a systematic review

Abstract

Background: Antineoplastic medicines affect the patients’ ptgsand psychosocial well-being posing
challenges for patients, caregivers and healthpanfessionals. However, little is known about the
patients’ lived experience with medicines (PLEM) &mtineoplastic treatment. It is the lived exprde
that gives meaning to each individual's perceptiéra particular phenomenon which is influenced by
internal and external factors relevant to the ircial.

Objectives: To critically appraise, synthesise and present dhailable evidence of patients’ lived
experience with antineoplastic medicines prescrfbethe management of malignant solid tumours.

Method: A systematic literature search was conductedxirlgictronic databases for articles published in

English with no date restrictions. The search tenmee related to beliefs, practice and burden lation

to patient, antineoplastic medicines, tumours aved| experience. Study selection, quality assessmen
and data extraction were performed independentl® viewers. Research findings were analysed using
narrative and meta-synthesis approaches.

Results: The search retrieved 31,004 articles with onlysfiftlies satisfying the inclusion and exclusion
criteria. These studies were published between 20052016 in Europe (n=6), America (n=3) and Asia
(n=1). Nine themes were identified to contributethe patients’ lived experience with antineoplastic
medicines. These were (a) influence from family rbers, healthcare professionals, media and culture,
(b) general attitude towards medicine, (c) acceptiredicine, (d) modifying or altering medicine magin

or dose, (e) medicine characteristics, (f) medicongine, (g) medicine adverse events, (h) mediaime
social burden and (i) healthcare associated meglibirden. Patients tend to undergo a continuous
process of reinterpretations of their experiendd wiedicines throughout their treatment journey.

Conclusion: The use of antineoplastic medicines has a profaffett on the patients’ lives. Further
longitudinal in-depth studies are required to pdevideeper insight into PLEM and support patients in
their treatment journey.

Keywords: solid tumor; antineoplastic medicines; patient$ved experience with medicine;
medicine-taking practice; medicine-related belieigdicine-related burden

Abbreviations:

PLEM - Patients’ Lived Experience with Medicines

CASP - Critical Appraisal Skills Programme

EPHPP - Effective Public Health Practice Project

PRISMA-P - Preferred Reporting Iltems for SystemRiwiews and Meta-Analyses Protocol
PROSPERO - International Prospective Register efeByatic Reviews
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Introduction

Cancer is a group of related diseases featurednbgnirolled growth and dissemination of abnormal
cells; with more than 80% of all cancers beingdsalimours-? Cancers with the highest incidence
amongst both genders are solid tumours in the hieag, colorectum and prostakéore than 18 million
patients were newly diagnosed with cancer worldwid€018? It is being projected that by 2030 the
number of newly diagnosed cancer cases will riseves 22 million per year predicted on the basiarof
aging population and adoption of behaviours linkéth socio-economic development. Hence it is being
considered as an enormous international healttebuycbwing at an alarming paéé?

Antineoplastic medicines, which are often usedas @f the treatment in combination with surgerg an
radiation, interfere with cell growth resulting apoptosis of cancer cells. Over the years, advaimces
cancer care have led to prolonged cancer remissidrmanagement even when cure cannot be achieved.
Hence cancer is being considered as a chronic tiomdf The number of cancer survivors in America is
expected to increase from 15.5 million in 2015 @adllion by 2026’

Patients, themselves, are primarily responsibleifermanagement of their health. Patient partimpat
within the healthcare systems includes the invokof the patient in decision making, expressing
opinions about different treatment methods suckhasing of information, feelings and cooperatinghwi
the healthcare professionals’ advice. The concéphabling active patient participation is increasy
note(i/gags a key component in the redesign of heakhservices and also as means to improve patient
safety:”

The medicine experience incorporates the patiesd'scription of his expectations, concerns, beliefs,
cultural, ethical and religious influences on méetietaking behaviour. Cipollet al (2004) developed
the concept of medicine experience defined as sthme of all the events a patient has in his/hetitife

that involves drug therapy.” This approach is eaged in the practice of pharmaceutical care as it
focuses on patient-centred approach by providingctlicare to patients based on their medicineeglat
needs? Similarly, Shoemaker and Ramalho de Oliveira in®6@efined “the medication experience as an
individual’s subjective experience of taking a nuadion in his daily life.** The concept of lived
experience stresses the fact that only those whe &eperienced the phenomena can communicate their
real experience to the outside woHd® A conceptual model of patients’ lived experiendéh medicines
was compiled in a metasynthesis of qualitative isgudy Mohammedckt al. (2016). As depicted in
Figure 1, this incorporated medicine-related burderedicine-related beliefs and medicine-taking
practice. These concepts will in turn affect theigras’ wellbeing and health-related quality ofelif
together with therapeutic outcom@és.

Healthcare professionals’ behaviours, family meratserd peers influence the patient’'s beliefs towards
medicines. The intensity of medicine-related burded the coping skills of the individual influenite
patient’s attitude and behaviour to the use of gieds. Positive attitudes arise from trust in Hezlte
professionals, positive medicine experience andesement of the desired therapeutic outcomes. The
medicine-related beliefs with the effect of the imatk-related burden influence the medicine-taking
practice** Medicine-related burden incorporates the medicagmen, characteristics, adverse events
together with the social and healthcare effectshamamecet al. (2016) showed that intolerable medicine
burden often resulted in non-adherence and poatntient outcome¥. In addition, a study on 97
Australian participants identified medicine-relatedrden as one of 4 interrelated components of
treatment burden (financial, time, travel and Healte access burden) operating in a cyclical mafiner

The focus of cancer care is centred on improvinigpaexperience by understanding the burden they
meet in everyday life, as well as the unmet neddseatment such as treatment adverse effects and
quality of life. These insights can be achievedotigh direct and constructive interactions with
patients’’
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The increasing number of publications includingeystic reviews in the field of oncology indicatbat

the care of cancer patients persists as a clinésglarch priority. The majority of the systemadiciews
evaluated cancer drug treatment effectivenesstysafed supportive care interventioisDespite this,
systematic reviews about medicine experiences ailt achncer patients undergoing antineoplastic
treatment are lacking. The aim of this systemagicaw was to critically appraise, synthesise ares@nt
the available evidence of patients’ lived expereanof antineoplastic medicines prescribed for the
management of malignant solid tumours.

Method
Protocol registration

A systematic review protocol was developed in adaoce with the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses Protocol (RRP) standard$’ The protocol was then
registered with International Prospective Registef Systematic Reviews (PROSPERO)
[PROSPER02016:CRD42016048457] to avoid unplann@tiadtion of work®

Eligibility criteria
Studies were included in the systematic review if:

 the recruited patients were aget8 years irrespective of their gender, ethnicitg atage of disease
and were receiving antineoplastic medicines forrtaagement of malignant solid tumours in any
setting; and

» the views, experiences and behaviours of patient®éeiving antineoplastic medicines from their
perspective were reported; and

» the study incorporated all the 3 aspects of théeepst lived experience with medicines concept:
medicine-related beliefs, medicine-related burdmhraedicine-taking practice as outcome measures.

Studies were excluded if they investigated theepaitexperience in experimental studies rather than
‘real world’ setting, they included experiences patients taking antineoplastic medicines solely for
palliative intent, studies reported in a non-Erglanguage or published as conference abstractgragd
literature.

Search strategy

A database search strategy using specified seangts tand their different combinations was created i
consultation with the research team. The key cascepthe patients’ lived experience with medicines
extracted from the model developed by Mohammteal (2016), were medicine-related burden, medicine
related-beliefs and medicine-taking practice. $barch focused on these concepts in relation terpat
antineoplastic medicines, malignant solid tumound laved experience. Concept mapping was utilised a
an aid to consider all aspects of the topic andtiffekeywords that may be used for the search. The
search strategy was then adapted to meet theispéoifis of the different databases.

A systematic literature search was conducted irdatabases: Cumulative Index to Nursing and Allied
Health Literature (CINAHL), Medline, Cochrane Dadale of Systematic Reviews, Embase, International
Pharmaceutical Abstracts and PsycArticles. The milasearch of related studies in the references of
identified publications was carried out to identfyditional potentially relevant papers.

Study Review

Screening was performed first on titles, then ostralots and then followed by full papers in accooda
to the inclusion and exclusion criteria. A randsample of 10% of the retrieved titles and abstrants
the whole list of full papers were screened indepetly by 2 members of the research team for
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consistency of inclusion/exclusion and to enhateereliability of the process. Any disagreement was
resolved following discussion and consensus washeshwithin the research team.

Quality assessment

Studies were appraised using quality appraisal axdapted from the Critical appraisal skills progmse
(CASPYy*and Equator Netwofkfor qualitative research together with the quadissessment tool tie
Effective public health practice project (EPHPP) fantitative researcf.Quality assessment was
performed independently by 2 reviewers. Any disagrents were discussed and resolved by consensus.

Data extraction and synthesis of results

Data extracted from the articles included spediftails about the populations, study setting, rebea
design, method, salient findings and study limitasi The research findings of the quantitative and
qualitative studies were analysed using narratiud eneta-synthesis approaches respectively. This
systematic review implemented the qualitative nieterpretative synthesis (QIMS) methodology for
gualitative studies in an attempt to “create a neleeper, and broader understanding” of the
phenomenoR? QIMS allows the extracted data to be analysed tittoa process of coding, theme
extraction, theme synthesis and triangulaftffi After repeatedly reading the included studiestises
identified to fall within one of the 3 main categgs. (1) medicine-related beliefs, (2) medicineirigk
practice and (3) medieiakated burden in accordance to the model of Mohadet al.
(2016) were extracted and reported verbatim in line wille torresponding theme. The quotes, if
available, were pulled directly from the study. §as independently done by the first researchér an
another researcher within the team to ensure thextaacts within the study were identified andgped

in the same category. Then the studies were titaasiato each other. Proposed themes and sub-themes
were put forward by all researchers through aratitez process. The theme synthesis process stilise
triangulation to enhance dependability and trustimness of the findings. Triangulation is based4on
processes, namely methods, sources, analysts emetical perspectivés?

Bias
The risk of bias was minimised by the applicatibthe following measures:

* A random sample of 10% of studies identified durihg database search was independently
assessed for relevance by two independent reviewers

e Quality assessment using standardised critical aéggdr instruments and data extraction of all
selected papers was conducted by two independéatuers prior to inclusion in the review.

« Disagreements were resolved by consensus aftarsgisn with the research team.

Results
Study selection

As shown in the Prisma flow diagrah{Figure 2), the combined search yielded 31,00dstitA total of
10 studies met the inclusion criteria and weredtidet in the systematic reviéW’’ Two studies were
guantitative studies and 8 studies followed quiditamethodology.

Description of the selected studies

The characteristics of the included studies arensamsed in Table 1. Studies were published between
2005 and 2016 and were conducted on 3 continentopg (n=6), America (n=3) and Asia (n=1).
Sample sizes ranged from 1 to 92 participants. i@tiak studies were conducted on 153 patienteti t
whilst quantitative studies investigated 154 pasieRour studies included solely male participavtiést
only 1 study involved only female participants lire tsample population. Six studies investigatetkptst
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suffering from a single cancer type: advanced nmoabscell lung cancer (2 studies), breast cancer (3
studies) and colorectal cancer (1 study). The neimgi4 studies did not focus on any particular eanc
type but involved patients suffering from variowdics tumours. The treatment strategy varied acatlss
10 studies. Two studies focused on patients rewgiviapecitabine, two studies included patients
receiving erlotinib or completed adjuvant antinesgic treatment (fluorouracil, epirubicin and
cyclophosphamide treatment protocol) respectively the other six studies involved patients recgjvin
different antineoplastic treatment protocols.

The majority of studies (n=8) used a range of gaiiie methods which included focus groups (1 study
open interviews (2 studies), semi-structured irgavg (2 studies) or multi-method approach congistif
observational study with semi-structured interviemith or without the use of field diary (3 studies)
Two further studies used a quantitative approachrevidata was collected using patient-reported ques-
tionnaires, blood sampling and patient’'s medidakfi

Out of the 10 studies, 3 studies did not statetdthwpoint in the patient’'s cancer journey the fivigw
was conducted. Six studies collected data durimgpétient’s treatment phase whilst 1 study took a
retrospective look at patients who had completesiredtherapy within the previous year. Qualitativeada
of included studies were analysed using contenlysisagrounded theory and ethnography. Hence this
systematic review satisfied the 4 triangulationcesses.

Quiality assessment of the included studies

The quality assessment of the included studiesinsnsarised in Appendices 1-4. The strengths of the
studies included a clear research aim in 80% (wf8he studies, an appropriate study design and the
attainment of ethical approval in all the studigsept one where it was unclear whether ethical abr
was granted. The results obtained in the majorftyhe studies (n=8) clearly addressed the original
research question and the key findings were exgdbiin detail.

The weaknesses of the selected studies includelhdkeof justification for the final sample size time
manuscript (n=2) and the lack of discussion onlithéations of findings such as triangulation, beasd
confounders (n=8). The latter clarifies the extenwhich the findings offer an accurate repredérieof
the phenomenon under study, hence affecting thdityagand reliability of research findings.

Data synthesis

The studies included in this systematic reviewrttl provide a standard definition of the patietitgd
experience with medicine. Nine themes emerged ghlight the patients’ lived experience with
antineoplastic medicines in patients suffering freolid tumours: medicine-related beliefs (two thejne
medicine-taking practice (two themes) and medicalated burden (five themes). The themes and
subthemes generated from this systematic review wepped and presented in line with the structfire o
the PLEM model (Figure 3) adapted from the concptmodel of Mohammedet al (2016).
Modifications in the adapted model included thenalation of medicine related burden, magnitude and
coping skills from the main theme of medicine-rethbeliefs and the inclusion of the sub-themesiwith
the model to ensure a clear understanding.

Medicine-related beliefs

The identified themes within medicine-related Helimcluded (a) influence of healthcare profesdigna
family members, media and culture as well as (bega attitude towards medicine.

(a) Influence of family members, healthcare pratesds, media and culture
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Chemotherapy, as a treatment, was found to be erigbeing consideredh$ the source of sufferifhg
both culturally and medicalff. Suffering encompassed both a meaning and a valueach cancer
patient. The myths and stigma associated with catreatment may have silencing effects and may
influence the patient’s behaviour resulting in @ats seeking support at a later stage of treatffiéht.

Patients tend to follow the healthcare professiiragatment recommendation to base their decigion
whether to initiate treatment or not. The trustre patient in the healthcare professionals’ attéituand
their relationship act as a driving force in thiegatment decision and has a strong positive inflaeon
compliance with the medicirf&*“I don’t know if I'm that brave yet, but if my dotassured me this
was a good move, this was a good move for me| kcegident enough in [my doctor] to follow his

advice’®

Family members have also shown to be highly infliaéion patients’ beliefs and this was reflectedha
patients’ decisions regarding treatment. Patiergslabed their feelings of responsibility towardeit
family members as they felt obliged to survive eviénthis was associated with suffering and
restrictions®>%

“Yes, | just thought that if something comes baaknagnd | say no, then | have to look my family and
friends in the eye and say | could have preventguerhaps. Now, if something comes back agaianl ¢
say | did everything | could. Cancer is bad enowgthout someone saying: It's your own faultfi”

Media and support groups have been found to styoimjluence the cancer patient's beliefs. Newly

diagnosed cancer patients may even obtain a fatdergp about cancer and its treatment from these
sources and this may provoke unnecessary arii€tyCultural aspects also affect patients’ outlook on
cancer and its treatment as different cultures liaxerse views on life, death and pain in genéta.

(b) General attitude of the patient towards medicin

Chemotherapy is considered as one of the curreatnient strategies that may lead to a disease-free
future and ultimately to survivaf.Studies showed that prior to the initiation oftraent patients already
had pre-conceived notions and expectations abeit titeatment. A commonly expressed idea amongst
patients is that chemotherapiiutt the good cells and really hurting the cancetls”®**"**Several
feelings were expressed by patients at initiatidntreatment with antineoplastic medicines. These
included hop&32 anxiety, stresé”® fear and also acceptance to carry the burderdefeffects® It

was noted that although chemotherapy provides giodor ‘hopé®, this is a highly feared form of
treatment that is commonly considered to be asdradorse than the experience of cancer itSéff.
Patients expressed concerns related to aesthe#csadeffects such as hair loss, feeling of sickzeml
dependency on intake of medicirf@sWhen | found out that | was going to have chemaihemy whole
world came apart. It was the worst thing | couldagine” * As treatment cycles progressed, patients
reported to feel calmer and more peaceful (meamevaf the mental component of SF-12 Health Survey
improved from 47.1+7.5 at baseline to 50.4+5.4yate5)’

When looking to the future, patients pondered #itlcurrent chemotherapy would be successful or
whether they would require to continue or changatiment. Patients were also concerned about the
frequency of follow-up visits with the oncologisiie monitoring of symptoms in relation to the dsa
and the adverse effects in relation to treatrfiegritNotwithstanding the fact that the negative feelings
particularly in relation to the side effects symptowere still fresh in the patients’ minds, patewere
worried about their ability to continue with furthehemotherapy sessions whilst coping with expegen

of their previous treatmeft”...But | can't think about if | were to find ouhat the cancer had spread,
(and if 1 were to need more treatment)—how woulldeh manage to go through chemotherapy again,
now that | know about everything, now that | haliette answer$?® At the same time however they
anticipated the time when their treatment wouldbmpleted and were looking forward to a normal life
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Some patients argued that they perceived theirtdifbave changed forever and were concerned about
continuing to live their life without treatment bwith a lack of energy and a fear of disease recue.
“After treatment | want to begin with a trip to tlechipelago (islands that lie outside Stockholm)
because that is where | get strength, and | contebthere different, if you compare it to when yoa

in the city or town. | have been so close to deaith gone through this treatment—well, it is presaht

the time..I am going through counselling right n@ince | don’'t want to put my family through the
motions all the time’*®

Medicine-taking practice

The themes generated in relation to medicine-talpractice were (a) accepting medicine and (b)
modifying or altering medicine regimen or dose.

(a) Accepting medicine

Qualitative studies revealed that upon receivirggrtws of suffering from the life-threatening cdiwai

of cancer, the focus shifted from diagnosis tottmemt and survival: Patients also wanted to know the
intent of treatment to be able to decide whethamidergo treatment and live longeff; this disease has
no cure you can tell me, because in this caseralavish any treatment. ...He told me that that ddpen
on the case: if the disease is already too advantésinot worth to treat! 2

Patients claimed to be highly adherent to antiresijl medicine&>*** Quantitative studies in patients
receiving erlotinib showed that the mean adherevas 96.8% =+ 4.0** Using the pill count method
patients treated with capecitabine showed a higjierzahce rate with only 8% (n=7) consuming less than
95% of treatment whilst one patient was takingpte than 105% of the prescribed ddse’

The treatment-free period between treatment cyebes medically prescribed interruption from treatinen
either in accordance with the treatment protocalug to adverse effects. Patients associated kineaks
as periods of relief and freedom from constraimtsttte medicine plan such akdliday$® or as
burdensome periods with adverse effects wigar of recurrenc&®® This emphasised the importance of
involving the patient in treatment decision makéngl explanation of treatment.

Along the treatment journey, patients were buildiog their knowledge about the effects of
chemotherapy, interpreting the physical reactioqegenced and developing coping mechanisms. Hence
these patients underwent a continuous processirtengreting their situatioff. Collectively, patients
described the treatment journey in cancer adegrading experience and anxiety-provoKiag these
patients had to manage various side effects albegreatment phase. A fear afhangé was highly
emphasised; this did not only include the physigglearance especially in women but also the loigeof
normal routine and their identity as they may besidered as a cancer cd%€° Although patients were
learning to accept the illness, they still wantedniaintain control over their bod?.

(b) Modifying or altering medicine regimen or dose

Patients, especially those receiving parenterainchigerapy treatment, expressed their concern riegard
dose reduction and postponement of chemotheragyneegby healthcare professiondl$When the
oncologist offered to administer more chemothereygles with a lowered dose, she enquired whether
this would still provide the optimal benefit andettoncologist replied “They've lowered lots of
people”...She was scared and had enquired wittotimlogist whether this will cause the cancer tovgr
faster’! Self-reported non-adherence measured by MARS shdmeedasing rates of modifications in
treatment over time ranging from 16% (n=12) at eydl to 29% (n=16) at cycle *5.Qualitative
comments noted that cancer patients receiving ardineoplastic medicines may self-alter their
prescribed treatment regimen resulting in eitheteuror over dosing of the treatment. The underdpsin
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phenomenon may occur by unintentionally missingealiberately skipping a dose to reduce the severity
of unbearable adverse effects such as gastromaéstymptoms. On the other hand, overdosing may
occur when some patients claimed to consume thainémg forgotten medicines at the end of the cycle
and a patient even admitted that “he did not alwagpect the break in-between cycl&s:*3" Delays in
chemotherapy schedule and dosage reduction haileethfears in making the tumougtow fastet and
promote recurrence. Most people receiving cytotosieemotherapy seek to obtain certainty over
uncertainty. The importance of taking treatmentctiyaas prescribed and receiving00% dosé was
emphasised by the majority of patiefits’

Medicine-related burden

Five themes emerged for medicine related burdesetiwere (a) medicine characteristics (b) medicine
routine (¢) medicine adverse events (d) medicinkesacial burden (e) healthcare associated medicine
burden.

(a) Medication characteristics

The patients’ experience in relation to medicinarabteristics was adversely influenced by the dosag
form of treatment® colour of the parenteral infusion bdgand tablet siz& Patients recalled their
physical revulsion to the intake of oral antinegfiaformulation due to the size and form of thieleéts
that may be too difficult to swallow, profound thtaliscomfort and the metallic after-tadte.

Patients remarked that watching the nurse wealireg personal protective wear and following the
procedure to initiate the parenteral infusion ada&n appalling experience to the patient. Thisemad
them recall that ultimately they would be experiagcadverse effects from such treatment. A patient
metaphorised his feeling as being “chained” toittiesion line.'Especially the moment when the nurse
entered the room wearing protective gear and sthtige infusion, to be hooked up and to see the
chemotherapy infuse the blood vessel, and to ki@t this also will give some side effects was a
terrifying experiencé.?®

(b) Medicine routine

In the qualitative studies, medicine routine burdensidered aspects that related to the identificaif
challenges in adapting to the incorporation of regtplastic treatment into the patient’s lifestyled a
strategies to overcome these challenges. Patieade great effort to adhere to the prescribed dasds
schedules of chemotherapy due to the continuouseawss of the life-threatening nature of the iknes
metaphorised apflls dominate the mint®* * This attitude was the “only task that was noedated to
others;sas they felt that they “invested all theriergy” so as to feel “actively engaged in fightagainst”
cancer.

It appears that patients develop individualisecttrent strategies to assist them with the adherence
procedure such as counting of tablets, prepariegtdblets from the day before, storing the medicina
product in a tlearly visible prominent plaeor setting alarm on their mobile phone. More tff@% of
patients stated that they relied on the remindehatkto support their treatment regimen. No asdiori

was established between adherence as monitoredMétlication Event Monitoring System and the
practice of the reminder method for erlotinib iredkThe use of the reminder method was noted in more
than 63(7)% of patients receiving capecitabine atecyicl61.5%, n=47), 3 (66.2%, n=44) and 5 (73.2%,
n=41):

Despite the patients’ determination to preciselyead to the prescribed medicine plan, patient<tiitkeh
barriers that could interfere with the adherenaecgss. These include uncertainty in taking theeobrr
number of tablets, skipping the exact time for ketadisruption in their daily routine and runningt @f
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pills.**  Thirteen percent of patients (n=10) did not atlfhe administration of capecitabine with meal
times at cycle 1, a behaviour that increased b9%0owards cycle & This is comparable with 21%
(n=8) of patients in the study by Timmagsal (2015)who did not follow the advice of taking erlotinib
under fasting conditions at 1 month. Using the galised estimated equations, the occurrence ofaocul
symptoms (p=0.031) and stomatitis (p=0.005) werendoto be significantly increased with incorrect
intake of erlotinib without food?

(c) Medicine adverse events

Adverse events were considered as one of the niadtenging aspects of living with antineoplastic
medicines. Patients referred to different adverects which ranged from minor to severe life-
threatening effects with the psychological and plalsimpact of these adverse effects affecting the
patients’ quality of life?®3%323>3%A cognitive decline manifested as lack of concatitn, deteriorating
memory and dizziness was noted during and afténeopilastic treatmerit:** Few participants reported
of suffering from mild cognitive impairment des@ib as "empty head" and "fog" which adversely
affected their concentraticAA few patients considered it strange to suffenfreymptoms caused by the
treatment and not from the actual illneSs.

The extent and severity of adverse effects duentmeoplastic treatment played a huge role in many
patients’ attitude>** A female patient expected to feel better with gveltemotherapy cycle however
she was frustrated when she started feeling siféetefagairf® All patient-reported symptoms were
reported to worsen from baseline to 1 month ofttneait with erlotinib (with the exception of headagh
Rash, fatigue and cough were the three most conpatient-reported symptoms after 2 morittiBhirty
three percent of patients blamed side effectshieidiscontinuation of treatment with capecitabiriergo
completion of the B cycle. The commonest patient-reported symptomis eapecitabine at cycle 5 were
hand and foot syndrome, fatigue and flatulence ibwvthat these patients had already reported the
symptoms at baseline, were pre-treated and/or Jiagei capecitabine concomitantly with
oxaliplatin/irinotecan, it is difficult to attribatthese adverse effects solely to capecitaBine.

The majority of patients were still experiencindesieffects after stopping treatment, with effeasb
cumulative and worsening over time. However, sdveaients were surprised to experience relatively
few side effects during their course of chemothgrdmth for orally and parenterally administered
antineoplastic treatmerit.

The aspect of suffering is so ingrained with the experience of chemothgrgéhat it is not even
recognised as an adverse effect of treatriferience patients failed to recognise adverse effieots
these medicines and refrained to inform the heatthprofessionals about the occurrence and serity
adverse effects they experiené&d*The patient's ability to tolerate the adverse dffds associated
with the concept of making an effort to achieveecor disease control and may be considered as the
“price to pay for treatment efficacy’ Patients face adverse effects differently, thekesiaccept to
support their adverse effects and have a fatatitide or they resort to complementary medicinehsas
phototherapy, homeopathy and hypnotism. The foaasipg discussions revealed that patients wait
between 3 and 8 days prior to consulting medicaicad Some cancer patients even tried to hide or
minimise their adverse effects by either not comdidy them as severe or by preferring not to takua
them®3> The latter may be the result of feeling afraict tiee oncologist would change their treatment
and hence reduce the possibility of a positive gasp. Few patients felt uncomfortable to speak abou
adverse effects during every appointment or toudiscspecific intimate adverse effects such as ahgin
dryness’? 32 %

(d) Medicine and social burden
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Despite having treatment, patients put all thefioréf to be as positive as possible and lead a aidifa.
They realised the significance of every day antidetermined to appreciate their liv83® “But because
of the experience of illness, | realize how presieach day and normal life’IS°

Antineoplastic medicines affect the patient’s sblifa which is directly related to their qualityf dife.

Patients experienced social isolation often dueaftered relationships with family members and
friends?*3%%3*This may be the result of adverse effects, compksatment regimen or social stigma. As
treatment became the focal point of the canceepti lives, this also dominated both their soeiadi

family life. “I stopped playing with the orchestra in Novembeasef year. That also has something to do
with (name of medication); | got shaky and it hadeav other side effects than with (intravenous)
chema:® Patients described this period as hard to getitiir@and they focused all their efforts on their
feelings. ‘And then there was the constant worry that thetésts wouldn’t be good so that everything

would have to be postponed, and my whole life wasizthis.”*°

In contrast, cancer patients recognised the supovided by family members for proper medicines us
and the benefits of support groups.®® 3* % *The iliness was described as a dramatic, trauraaiic
insane experience for the family. Family membefsrgbaramount support to cancer patients, with the
role of the spouse often considered afifalihe”.*® The partners were specifically identified as pding

aid in the patients’ daily life such as doing theusehold chores as this allows the patients towhen
they felt tired® However there were other patients who felt aséirt family did not take any extra
consideration. The necessities of time and supporthe patient from their relatives was usually
overlooked, demonstrating the importance thatikeatare aware of the patient’s requireméhts.

Patients also spoke about the impact of treatmerthe patients’ work and financial income bringing
about instability in life. Chemotherapy brings a lot of anxiety, because ltdarow if | can accept an
order for or not. You know, there is no lack of kdvut if you don’t deliver as promised the costrgme
forget about you. It's bad time for work now.... Btit become bettef?® Patients, predominantly
females, voiced a sense of gratitude for beingtgohsick leave during their treatment period. This
provided time to completely devote their life toetihselves. Patients disclosed their difficulties in
returning back to their workplace. They describeglihg pressured from society and healthcare
professionals to return to their workplace as eadypossible. The patients’ inner worry was thatrth
employer expected to receive the same work outkaitdefore their diagnosis. Some women explained
that specific work environments, such as workinthwhildren, may result in a higher risk of contiag
infections. This may have contributed to their diexi not to return to work during treatment. Some
women narrated that when they spoke about candbeatork place; this proved to be taken negatively
both by employers and work colleagd®¥But then | noticed, and when | came back and slatevork
full-time my boss came to me and said that thistipasl had applied for had gone to someone else
because | had to think of my illnés§Those cancer patients who persisted with the wgrkifie had

noted that work became important part of life aittbd them to detach themselves from the illnesdfits
28,30

(e) Healthcare associated medicine burden

Challenges associated with the complexity of thaltheare system were identified. Healthcare
professional-patient relationships’’ patient-patient relationshigshealthcare suppdit® and provision

of informatior’® were commonly described. Cancer patients lookegrofessionalism and traits such as
empathy, respect and good support from healthcesfegsionals. The support offered by healthcare
professionals was overall rated as positi8.“Well the important thing is of course how they cime
you, and not that it has to be so incredibly prefesal so that, that...Empathy is alpha and omega. |An
think they are good and | always tell them that miteey ask*® Provision of good quality information



467
468
469
470
471
472

473
474
475
476
477
478
479
480
481
482
483
484
485
486
487
488
489
490
491
492
493
494
495
496
497
498
499
500
501
502
503
504

505
506
507
508
509
510
511
512
513
514
515

from healthcare professionals delivered at the @pyate time was considered to be important andemad
a positive effect in the patients’ experiences.fdnt, patients felt the large amount of information
delivered, especially during the meeting when theotogist broke the news about their diagnosis, as
very “stressful. %32 patients described that healthcare professiormisld consider each patient to
know nothing about the disease and the treatmeahffdfil their information needs with plain, corttec
and clear materidf,

Cancer patients identified transportation, distatecéospital for multiple visits, hospital waitirtgne,
companionship with caregivers to treatment andnfited burden as barriers to treatment. These
difficulties decreased the patients’ enthusiasmctmtinue long-term maintenance treatment with
antineoplastic maintenané&®*“| live alone as well, and every time | come formbeor transfusions |
have to have someone bring me. So that would—#dl tb come real frequently that would put a
hardship on.®® Patients commented on the lack of tranquil hobgitvironment and individualised
support by hospital staff. Although the patientseieing oral antineoplastic treatment in the cormfdr
their own home was considered to be a major adgentthey complained of insecurity about not
receiving professional counselling and supporomér’® *°

Some patients felt that other patients may offenganionship and moral support particularly wherythe
accompany one another during treatment cycles.ngutihe chemotherapy outpatient clinic, cancer
patients interacted with each other and also semgeal network of support. They would transmit tohea
other positivism, strength and a feeling of uffty®“Yes, it is very important to have someone to share
this with because other people do not know whatrgdalking about. You can explain but they do not
know what chemotherapy treatment 3Whilst being an in-patient to receive parenterehtment, one
patient even praised the consideration of healehpesfessionals who ensured patients of similaraagk
treatment share the same hospital room. Howeversthnentioned the negative psychological impact in
the announcement that a patient in their groupifiesng from a terminal disease which will reasoiya
result into death within a short period of time-of the first treatment | was placed in a four-bedm
and | remembered that | thought it was so hard|lyehard; for one thing, | had just found out my
diagnosis....and then you just see old people agets so obvious what am | doing here. You knevag
absolute, | didn’t want to be there with all theatlrage bags they had, and it was hard. But sinee th
has been so nice because | was able to change randshe (another patient) is the same age as me; w
do the tr%itment together and | think it's greatttthey have scheduled us together and that weslcare
aroom?”

Patients enquired about the lack of available tneats despite the ongoing research in oncotogyA
cancer patient made reference to fluorouracilandsrd antineoplastic medicine which has beenablail
for the past 20 years and is still in use; hencebeaconsidered as quite an old didg.considered this as
a bad thing in the light that continuous reseascheing conducted in this field and remarkeslirely we
can do better than that!

Discussion

The systematic review indicates that none of thigliplved papers provided a standard definition ef th
patients’ lived experience with medicine. The systic review showed that PLEM is a highly subjeetiv
and complex concept, with a lot of consideratiddence this systematic review supports the model
which offers a better framework for PLEM. The modkdveloped by Mohammesdt al. (2016) is
comprehensive and encapsulates the important aspdeLEM. This systematic review identified ladk o
studies with none of the identified studies makirsg of the PLEM model. Despite the inclusion of a
small number of studies in this systematic revitvs has captured all the themes related to meslicin
related beliefs, medicine-taking practice and miadicelated burden mentioned in the model by
Mohammecdkt al. (2016). Hence, this model is likely to be trandidgeao the oncology setting with slight
modifications *’
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Collectively researchers provided an extensive atcan beliefs, practice and burden of patients
receiving different antineoplastic medicines. Rateconsidered this treatment either as hope oseavor
than the illness itself. This systematic review wbo that patients’ treatment decision was highly
influenced by the healthcare providers’ and carpreferences. Patients should be informed about all
treatment options and be part of the treatments@atin order to be recognised as equal partnetisein
healthcare tearff:*

The introduction of oral antineoplastic agents aksred the outlook of provision of cancer treatmen
from a controlled monitored procedure in hospitaelgarenteral treatment to individualised respadilitsib

in the patient's home. This created a major shifthie roles of healthcare professionals mostly atsct
nurses and pharmacists onto patients and c&résperienced patients who had received different
antineoplastic treatments argued that intravendwasnotherapy necessitates an autonomous behaviour
solely for managing side effects. On the other hahd medicine-taking practice together with the
monitoring of adverse effects of oral antineoptagi more dependent on the patient's autonomy. This
systematic review showed that patients voiced tbaircern that information about treatment was given
by healthcare professionals at a time when theg wet able to fully comprehend and pose the nepessa
questions. Hence patients expressed their needeafrment-specific education in a consistent and
practical manner for the complex antineoplastiattreent regimen$.

Research showed that patient adherence to longtteatment was no more than 50% but seems to be
higher in case of antineoplastic treatment. AltHodbere are multiple reasons for this, it is highly
associated with the perceived fatal implicationscahcer”? This was consistent with our systematic
review where patients were noted to be highly agliteio treatment. Patients noted that forgettingke

the treatment was often due to an alteration iir dhegly routine such as going on vacation or uigjt
friends. They also described of being in doubt Weethey had taken the right amount of tablets or
whether they had failed to take the treatment atekact timé>>° Patients who had received various
antineoplastic treatments had a risk of developnmage secondary effects which may result in lack of
adherence and poor concordance to the currentrifreddreatment. Therefore, the patients necessitat
specific advice when changing from one medicinartother*?

This systematic review identified misconceptionat thatients had about treatment especially iniogiat

to efficacy. From a biomedical perspective, cherhy in oral formulation has similar efficacy as
parenteral and hence is certainly not associatéead less ‘serious’ cancers. Other patients betlehat
they were suffering from a milder cancer comparedother patients as they were receiving oral
chemotherapy! Patients did not always understand or were pravigdih the rationale behind certain
requirements of the treatment. For instance, breakseen treatments were either medically presdribe
interruptions according to treatment protocol ole do the occurrence of adverse effects. Patients
associated these breaks as periods of relief amtidm from constraints to the medicine plan such as
‘holidays’ or as burdensome periods with worserifgdverse effects and fear of recurreficé This
emphasised the importance of involving patientsdétision making about their treatment and the
explanation of treatmenit.

During the treatment journey patients are not @xgeriencing physical effects but also psycholdgica
effects with a myriad of emotions. As a result efrf of modification or discontinuation of treatment
patients delay in reporting adverse effects to theate professionaf3® However, patients who
experienced minimal adverse effects thought thair tireatment was not effective. This induced
unnecessary concern and stress to the paffefits.

Consistent with other studies, nausea and vomitirgg the most common adverse drug reactions
experienced by patients. Studies showed that patrequired increased doses of anti-emetic tredtimen
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order to manage these symptoms. Due to the conmoaurrence of adverse effects with antineoplastic
medicine, it is vital that patients would be abteidentify these toxicities and be advised on what
measures to follok’***! Reasons provided by patients about lack of repprtif adverse effects were
uncertainty about severity of adverse effects, fefawithholding treatment and waiting for the next
appointment rather than contacting the healthcaerfegsional immediately. Delayed reporting of adeer
effects to healthcare professionals may lead ttdngental effect to the patients themselVes.

Cancer treatment transformed and dominated theeriati social and family life. The patients
acknowledged support from family members, peemgpasn groups and healthcare professionals during
their treatment and also their need to developrppkills?®29333>**Thjs will identify the importance of
the provision of holistic care to the patients widncer at all stages of the treatment journeyndginto
consideration their physical, psychological, soeafl spiritual well-being. This systematic reviewl w
empower healthcare professionals to consider alla$pects of PLEM in their practice in the area of
cancer treatment in order to help patients achéelvetter quality of life during the treatment joeynThe
complexity of cancer treatment necessitates moteeriainvolvement. Interprofessional collaboration
between healthcare professionals in primary anihtgrsettings together with the carer are needed t
ensure services that meet the patient's needs.afidoal and motivational strategies adapted and re-
enforced at different time-points during the treainare necessary to address issues particuldatgde

to aspects of burden.

Future research should focus on interventions thay be practiced by healthcare professionals to
enhance patient's empowerment and encourage mtietdke more active role in their cancer treatmen
Studies should also be conducted on patients refusd initiate or discontinue treatment with
antineoplastic medicines to understand their keligérceptions and attitudes.

Limitations

This systematic review followed a comprehensiveceatrategy in six databases since their resgectiv
inception. Identification of studies and data estitm was performed by 2 independent reviewerssso a
reduce bias and improve the rigour. However thistespatic review has its limitations. The included
studies had to focus on the whole concept of PLikich means that all 3 themes of medicine-related
burden, medicine-taking practice and medicine-eelabeliefs had to be discussed in the same
publication. This is due to the overwhelming amoofrppublications focusing on one particular as@ewt

to offer researchers a broad complete pictureafriter-relationship between the 3 themes in dquaar
setting experienced by the patient. Studies thaesssadherence to antineoplastic agents have been
conducted but this systematic review included dhigse studies that also involved medicine-related
beliefs and medicine-related burden. Therefore iitoe to antineoplastic medicines is being disclsse
in relation to a holistic aspect of the patientgedl experience with medicines. This systematicergv
relied on secondary data and combined data froferdift methodologies and of different quality. Een
this resulted in the provision of limited detail tiee authors and increased the element of biaken t
interpretation of the results. The review only imgd studies published in English, which might have
resulted in publication bias. In addition, gregt#ture including conference abstracts was notided in
this review. Since the review included studies cmteld in different countries and settings, patients
provided their experiences based on their heakhsgstems which may vary from country to country.
Although all patients were suffering from solid touns and receiving antineoplastic medicines, diffier
cancer types may require diverse treatment regimmnish vary in complexity. This may lead to
increased heterogeneity of the review results.dtericonfounding factors such as patient charatiteyis
comorbidities, environmental factors and time-poiint the treatment journey when the study was
conducted may have affected the findings.
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Conclusion

This systematic review elicits a comprehensive ssaent of the patients’ needs which is crucial for
patient-centred care. The adapted model of PLEMé&ients with solid tumours receiving antineopéast
medicines explains the dynamic processes and sattioral influences that affect medicine-related
beliefs, medicine-taking practice and medicinetesla burden. It shows that patients undergo a
continuous process of reinterpretations of the phreanon along the treatment journey.

Patients are experts by experience as they pravideque perspective on their disease state anireelq
care. The understanding of the patients’ experiavite the antineoplastic medicines sheds light fua t
patients’ needs and support services needed dilnimgourney. This will ultimately lead to betteedith
outcomes and improved quality of healthcare sesvice
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Table 1 Information about the studies includechim systematic review arranged in chronological orde

Study Setting and
[Authors, Stated aim(s) and number of . Method of data . -
year, obj ective(s) respondents Study design collection Data analysis Key findings
country]
Seven unities of meaning were identified:
1. discovery of cancer and search for assistance,
2. knowledge about cancer,
3. trajectory of chemotherapy,
Semi-structured 4. networks of support,
Yokoyama .| Oncology . s B 5. lack of control of one’s life,
dos  Anjos Tfo tl;]nde[‘stan(:hthe me?nl %ospital and thQualltaﬂye . mtetwtewst 4 Interpretative | 6. uncertainty about the future,
and  Zago, of the ¢ e,mo lerapy rompatient’s home| €thnographic case « non-structure anthropology | 7- expectation in the future.
.| the patient’s point of view | study observations ) i _ _
2005, Brazil n=1 « patient's field diar The patient's view on her experience with cancer
P y chemotherapy as “the loss of the control over one'’s
life” were summarised. The study emphasised thd nee
for nurse care to follow up the patient throughthe
whole process and offer resources to the patient to
resume control of her life during this critical joet.
Five main categories in the experience of
chemotherapy treatment were identified:
. 1. before cancer diagnosis,
To acquire a deeper 2. being ill—consequences on daily life,
_ understanding of ~cancer 3. going through chemotherapy treatment,
Bergkvist patients’ _ symptom 4. coping with treatment,
and experiences with focus on Oncology ye Semi-structured | 5. after treatment—Ilooking forward to a normal life
Wengstrom, | nausea and  vomiting hospital, n=9 Qualitative study interviews Content analysis ) ) 1
2006, during chemotherapy ) The study desprlbes that the experience of reqgivin
Sweden treatment and the c_he_motherapy is a process tha_1t evolves over tirme.| T
consequences these hdve f|nd|_n_gs suggest that experiences of nausea |and
on daily life vomiting during chemotherapy tr.eatment have| a
profound effect on the cancer experience and thays |m
influence future decisions relating to new treatinen
Browall, To describe the experiengce Oncology Qualitative study Content analysis
Gaston- of postmenopausal women hospital and Narrative  interviews Four themes were identified:




Johansson | with breast cancer whp patient’'s home, with one open question 1. the fear of the unknown,
and undergo adjuvant n=20 2. affects on body and mind,
Danielson, | chemotherapy treatment 3. to get by,
2006, 4. a transformed life.
Sweden
The participants described feelings of imbalance in
their relationships due to lack of support from sho
close to them. The support from healthcare
professionals was experienced both positively and
negatively; with most of the participants revealing
variations in the healthcare professionals’ atttyd
knowledge, and empathy. Women who decided naqt to
work during the treatment felt pressure from sgciet
and healthcare professionals to get back to work as
soon as possible. The participants expressed mdeel
of not being afraid of dying but wanted more tinoe| t
prepare themselves.
Three themes were identified:
1. Hurting the good cells & really hurting cancelis,
e Semi-structured 2. Getting a “full dose”,
interviews 3. Oral vs intravenous chemotherapy.
Bell 2009 | 10  explore  patients| ~ ... support * participant Thematic | A cultural model of chemotherapy was noted which
Canada perceptions  of adjuvartgroup n=8 Ethnography observation at the analysis | stressed the value of suffering and pain as meéns o
chemotherapy ’ SUDDQ” group monitoring treatment effectiveness and even |the
meetings possibility of cure. This framework differs from
biomedical understanding of treatment in varigus
aspects, with implications on anxiety levels
experienced by the patients and the risk of recgee
: * Semi-directive S . ' .
Regnier . . . Adherence, which in this study was defined as being
. To describe and interview - . .
Denois, S . against not taking their treatment, generally sekme
. understand existing technique to . : . 7 =
Poirson, . 2 . satisfactory. Results showed a wide diversity ie |th
. practice for capecitabine patients and - \ - e
Nourissat, . prescribers’ practices, who often made decisiorseda
. and to evaluate the 2 oncology o oncologists . X : S
Jacquin, - - _ Qualitative study - on their experience of practice guidelines for
perceptions and hospitals, n=45 » observational : ;
Guastalla descrintions of patients arld hase with patientsContent anal SiSmtravenous chemotherapies. Although the results| fo
and oncolop ist abour?[ the . ? P ] YSBthe patients do not suggest deliberate non-adherenc
Chauvin, rescrigtion of .otcus_ gro.f{f they show poor observance of the dose schedule| The
2011, France <F:)a ecitglbine In ?_rwiews wi study identified the patient’s inability to recogaiand
P patients report important signs of harmful toxicity.




Gerber,

Hamann, Five themes were identified:
Rasco, To gain insight into patient 1. survival benefits, disease control, and “buying
Woodruff perceptions of Hospital Thematic conte time”,
and maintenance chemothera %n gtient) n=47 Qualitative study Focus arou analvsis 2. the importance of “doing something”
Craddock for advanced ""P T group Y 3. quality of life concerns,
Lee, 2012, non-small cell lung cancer 4. the role of provider opinion/preference,
United 5. the importance of logistics.
States
According to the Belief about Medicines Questionaai
(BMQ), 40% (n=25) of patients were classified |as
“accepting” treatment with erlotinib. 55% (n=34) pf
Timmers, patients who had started their treatment with ierilot
Boons, To assess adherence (to  Patients reported considered their treatment to be of high necessity
Moes-ten erlotinib  treatment an questionnaires high concern. MEMS data of 55 patients revealed a
Hove, Smit,| evaluate experiences of  patients’ medical file Mann—Whitneyv Mean adherence of 96.8 + 4.0 %. Over one-third of
van de Ven,| patients as well as thel2 hospitals, Prospective e adherence measured test Y patients had an adherence rate <95 %. At 1 moith, 2
Aerts, Swart, relationship between n=62 observational cohort  with medication Fisher ex’act te<~t% of patients did not always correctly take erldtin
Boven and| medicine adherence, study event monitoring T'without food. Associated risk factors were oldee,dg
Hugtenburg, | erlotinib  exposure and system (MEMS) suboptimal adherence, ocular symptoms and stomatiti
2015, symptoms « blood samples (all p < 0.05). After 1 month of treatment, fatigue
Netherlands (91%) and rash (86%) were the most common
symptoms reported. AUCss of erlotinib was higher in
patients with rash and patients with moderate—sever
anorexia (both p < 0.05).
Participants reported physical and emotional reluo
towards oral chemotherapy as well as toxic sidectst
Feeling responsible emerged as a core phenomgenon
Gassmann. | To explore the experiencas Constant with influences from context and intervening
Kolbe ar;d of atipents under %in OrdllOutpatients comparison | conditions. All participants intended to adhere |to
P going clinic of an . . coding and | treatment despite being a challenging task due to
Brenner, chemotherapy and . Grounded theory | Open interviews SR . e .
2016 investigate the impact Cfurban hospital catggorlslng in| complex treatment regimen. Behgf in the effectn_’/@
Switz’erland oral chemotherany on theirn:6 line with of the therapy was a strengthening factor. Pasditip
daily life Py paradigm model struggled between the necessity of adhering to |oral
y chemotherapy and the practicality as well as ematip
difficulties of daily life. Hence, patients devekip
coping strategies during the treatment journey.| In
consequence, oral chemotherapy was found tg be




omnipresent by determining the participants’ thaagh

and dalily life.

To explore the experiencg

bS

Analysis of

transcripts by
first coding and
then labelling th

Patients created personal safety nets for physical,

even though they found everyday life to be m
challenging because of the disease and side e
Through their safety nets, the participants feltren

emotional and social contexts during chemotherr}py,

re
ects

(@)

Komatsu, of patients with breast . meanings. . . = L
. "I Outpatients  of . | confident and in control of their lives and werdliwg
Yagasaki, cancer who had receive Subcategories i, . )
! reast or . : . | to take a positive approach towards making thegsdli
Yamauchi chemotherapy Semi-structured were identified ) SN .
oncology centre Grounded theory | . . meaningful. In anticipation of side effects [of
and understand how  they . . interviews to lead - s .
. ; . clinic in a - chemotherapy, participants "hibernated" and consume
Yamauchi, | perceived the impact of the : _ categories. Core .~
. . ["hospital, n=17 . minimal amount of energy. They also created a
2016, Japan | treatment on their daily categories L ) .
! protective inner space in which they were able| to
lives emerged by f
. tolerate fear and anxiety and exert self-contral.| |
connecting L . . . .
A maintaining their daily routines, patients felt mor
categories and X S i
- confident to balance their lives and illness antpdu
subcategories i
them to tolerate uncertainty.
* Adherence assessed Most patients (91%) had an adherence rate9&f and
Timmers, using a pill count, <105%. Symptoms were frequently reported and |the
Boons, pharmacy data and dosing regimen was adjusted by the physician &t lea
Mangnus, dosing information once in 62% of patients (n=57). According to BMQ,
van de Ven, To et insight into obtained from the 50% (n=46) of patients were classified as “acceptin
Van den g€ '9 . patients’ medical file 2 capecitabine. These patients were associating their
patients’ experiences with X“-test, g . . . .
Berg, Aart S . . (PPP method) . X medicine with a high necessity and low concernrpfio
the use of capecitabine [n10 hospitals, Prospective Fisher's exact B < .
B, Swart, : ; _ : « self-reported to initiation of treatment. 44% (n=40) patients e
daily practice and then=92 observational cohort test, . . A )
Honeywell, . adherence measured e started their treatment with capecitabine consii¢re
various aspects that govern study . P Logistic . . . .
Peters, adherence using the Medicatior rearession their treatment to be of high necessity and high
Boven, Adherence  Report 9 concern. According to the Brief lllness Perceptjon
Hugtenburg, Scale. Questionnaire (IPQ), patients were found to believe
2016,  patients reported that treatment with capecitabine will help thelndlss

Netherlands

questionnaires
blood samples

and achieve treatment control. This is evidencethby
mean value which improved from baseline (7.8+108

cycle 5 (8.0£1.6).




Patients’ lived experience with
medicine (PLEM)

(@

Medication related burden [MRB}J [ Medication related beliefs ] [ Medication taking practiCEI
Medication Medication Medication Family, peers & MRB General Accepting Muodifying or
routines | characteristics 'adverse event HC providers  magnitude & attitude medicine altering
coping skills medicine
Medication & | Healthcare & | | |
social burden Medication " Concern & emotion | Past experience with
‘\ Perception & preference medicine
Expectation & need —+ Perceived desired
Satisfaction & trust outcames
Understanding & ' Pre-existing beliefs /
\ moativation
L Patients’ wellbeing & HRQoL Negative Therapeutic J
Physical / physiclogical ” outcomes
Social ! . DRPs: Unachieved therapeutic goals
Psychological / emotional Undesirable effects
Financial wellbeing Damage to patients’ health

Abbreviations: DRPs= Drug Related Problems, HC = Health care, HRQol= Health related quality of life

Figure 1 Conceptual model of the patients’ livegherience with medicine (PLEM) as developed by
Mohammedet al. (2016). The model shows the complexity of PLEM amdinter-relationship between
medicine related burden, medicine related belretglicine taking practice.

Adopted from: Mohammed MA, Moles RJ, Chen TF. Matlmn-related burden and patients’ lived
experience with medicine: a systematic review aratasynthesis of qualitative studieBMJ Open.
2016;6:e010035.
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review. Reasons for the studies being excludedlaeprovided. Adapted from Prisma 2009 flow diagfa
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Figure 3 An adapted model of PLEM for patients weititid tumours receiving antineoplastic medicines
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