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Patients’ perspectives on the quality of care ===

of a new complex psycho-oncological care
programme in Germany - external mixed
methods evaluation results

Natalia Cecon-Stabel", Sandra Salm?, Holger Pfaff', Antje Dresen' and Theresia Krieger?

Abstract

Background Guideline-compliant provision of psycho-oncological (PO) care is still challenging in Germany. Hence,
a new care programme, called integrated cross-sectoral psycho-oncology (isPO), was implemented to improve

the integration of needs-oriented PO care. Quality of care (QoC) was externally evaluated from the patient’s perspec-
tive. We aim to gain insight into patients’ experiences with isPO and how their assessment affects relevant patient-
reported outcomes (anxiety and depression, health status, and work ability).

Methods An explanatory, sequential mixed-methods design was applied. Patients were surveyed twice during their
T-year care trajectory: after 3 (T1) and 12 (T2) months. Data sets were matched using pseudonyms. Care documenta-
tion data, including sociodemographic characteristics and the primary outcome variable (anxiety and depression),
were matched. In the survey, patients rated their satisfaction with respective isPO service providers and the pro-
gramme in general (QoC). Health status (EORTC-QLQ-C30) and work ability (WAS) were measured. Descriptive
analyses and t-tests for dependent samples were conducted to assess changes in outcome variables over time. Linear
regression analyses were conducted to assess whether care satisfaction predicted outcome variables. Patients who
completed their isPO care trajectory were asked to participate in semi-structured telephone interviews to share their
experiences. Purposeful sampling was applied. All 23 interviews were audiotaped, transcribed, and analysed via con-
tent-structuring method.

Results Patients reported medium-to-high satisfaction with their isPO care. All patient-related outcomes significantly
improved over time and QoC measures predicted those outcomes. Needs orientation (e.g., care intensity or mode

of delivery) was perceived as essential for high QoC, and outpatient care with fixed contact persons as highly impor-
tant for care continuity. Furthermore, patients identified programme optimisation needs, such as period of care

or extension of care to relatives.

Conclusions Patients assessed the isPO programme’s QoC positively. They identified facilitators for QoC and opti-
misation needs. Therefore, data on QoC can function as an indicator for a programme’s feasibility and maturity
within care reality. As patients’ care satisfaction positively influences important patient-related outcomes, it may be
routinely considered for quality management. Based on patients’ perspectives, isPO seems to be recommendable
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for routine psycho-oncological care in Germany, if ongoing programme optimisation within structured quality man-

agement is guaranteed.

Trial registration The study was registered in the German Clinical Trials Register (No. DRKS00015326) on 30.10.2018.
Keywords Psycho-oncology, Complex intervention, Quality of care, Patient perspective, Evaluation, Mixed methods

Background

Many cancer patients suffer from distress, fatigue, anxi-
ety, depression or posttraumatic stress [1-3]. Emotional
distress is recognised as ‘The 6th Vital Sign’ in cancer
care [4] and has led to the implementation of screen-
ing instruments and evidence-based psycho-oncological
interventions worldwide [5]. Psycho-oncological care
includes a multidisciplinary approach, entailing psycho-
logical, social, behavioural, and ethical aspects [6, 7].
Although many psycho-oncological interventions have
been developed, implementing them into practice still
remains a challenge [8]. Hence, research is needed that
considers clinical, social and cultural context of cancer,
including research on the dissemination and evaluation
of interventions in different countries [5].

Psycho-oncological care in Germany

In Germany, only a fraction of cancer patients receives
adequate psycho-oncological (PO) care [9, 10], despite
one in two cancer patients experiencing significant dis-
tress [11]. Guideline-compliant provision and imple-
mentation of PO care is still considered challenging
[12]. First, there is currently no legal basis for uniform,
area- and cost-covering financing [13, 14]. Furthermore,
psycho-oncology is not offered nationwide in Germany;
rural areas are especially underserved [15]. Moreover,
there is a strong sectoral separation of PO care struc-
tures between and within health and social services [7,
16-19]. There is a lack of nationwide expansion of cancer
counselling centres regarding psychosocial area cover-
age, qualified counsellors, and equally secure funding [15,
20]. For these reasons, the national cancer plan [21] calls
for cross-sectoral and needs-oriented integration of PO
care into oncological care. The new form of care, named
‘integrated cross-sectoral psycho-oncology’ (isPO), aims
to follow the national cancer plan’s call by integrating
such structures to reduce the described challenges in the
future [22].

The isPO intervention programme and its evaluation

The isPO intervention programme was developed, imple-
mented, and externally evaluated between 2018 and
2022 [22, 23]. At a patient level, the programme aims to
reduce anxiety and depression in newly diagnosed cancer
patients based on their individual needs within a 1-year

care period (stepped-care approach). At the health-sys-
tem level, the isPO project aims to develop a high-quality
PO programme that may be available as an integrated,
cross-sectoral form of care for cancer patients for possi-
ble adoption into standard nationwide care. For this, mul-
tiple programme components (Table 1) were developed
that relate to different aspects of care (structural, proces-
sual, clinical, and legal): a stepped care concept, including
new care pathways; newly established PO care networks
and care process organisation; a newly developed infor-
mation technology-supported care documentation and
assistance system called ‘CAPSYS**?% which supports
PO service providers with billing, care coordination, and
documentation; and isPO-specific quality assurance and
improvement structures [22, 23].

According to definitions on complex interventions [24],
isPO can be considered a complex care programme. The
two components ‘care concept’ and ‘care pathways’ repre-
sent the clinical care aspects, whereas the other compo-
nents represent formal administrative aspects of PO care
that aim to meet legal requirements for care in the Ger-
man healthcare system [22].

In 2019, programme implementation began in four
newly established PO care networks in North Rhine-
Westphalia. They each consisted of a cooperation
between at least one certified oncological cancer centre
hospital and local oncological practices (see Table 1).
Physicians referred patients who received their cancer
diagnosis in the care networks to the isPO programme.
During programme enrolment, patients’ degree of dis-
tress in terms of anxiety, depression, and psychosocial
risk factors were screened to allocate them to a care level
that was designed to meet their individual needs [22, 23].
Dependent on the assigned care level, various professions
were involved in isPO care provision: licensed psycho-
therapists, psychosocial professionals, case managers,
and specially trained cancer survivors called ‘isPO onco-
guides: Figure 1 illustrates core isPO care pathways of the
care concept.

The isPO programme was externally evaluated [23].
The evaluation process is based on the Medical Research
Council framework for the analysis and assessment of
complex interventions [32]. A comprehensive study was
interlinked with the programme to evaluate its effective-
ness and quality of care. Quality of care is defined as the
extent to which care is provided to patients in a matter
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Table 1 The isPO programme’s components
Programme component Description

Stepped care concept

Care pathways

Psycho-oncological care networks

Care process organisation

Information technology (IT)-supported
documentation and assistance system
CAPSYS

Quality assurance and improvement

The care concepts'development is based on the effect theory according to Issel [25] and consists

of one general and four minor care concepts [22]. Details on the causal, intervention and impact theory
underlying the concept(s) are published by Kusch et al. [22]. In general, the intervention theory is based
on a stepped care approach [7, 26-28], in which the intervention measures are assigned to patients'care
needs. Based on the Hospital Anxiety and Depression scale [29] and the Psychosocial Risk questionnaire
[30] patients are allocated to a specific care level (Fig. 1). All patients are supported by isPO-specific case
management services and are offered a conversation with a so-called isPO onco-guide (trained former
cancer survivor) [22]. Dependent on the individual care needs, patients may additionally receive psycho-
social or psycho-oncological-psychotherapeutic care [22]. Patients with complex care needs, may receive
both, psychosocial and psycho-oncological-psychotherapeutic care [22]. Care services within the isPO
programme are limited to one year [22].

The isPO programme contains general care pathways (Fig. 1) and detailed minor care pathways [22]. Each
existing care pathway includes an algorithm with specific execution and selection recommendations
which is integrated into the information technology (IT) — supported documentation and assistance sys-
tem ‘CAPSYS! Within CAPSYS, there are specific care documents filed for each care pathway, for instance:
the isPO care manual, instructions, or evaluations of the deployed psychometric instruments. The structure
of the care pathways mainly aims to ensure contractually appropriate care delivery and quality assurance.

The isPO programme aims to be integrated into bio-medical care and across different phases of cancer
treatment (from acute therapy to aftercare) [22, 23]. For this, new psycho-oncological care networks

were established. Each network consists of one cancer centre hospital that cooperates with at least one
outpatient oncological practice. Hence, cancer patients may be referred to the isPO programme regardless
in which setting their biomedical treatment takes place. The establishment of the care networks is contrac-
tually regulated.

Psycho-oncological care that is provided within the isPO programme is contractually specified with Ger-
man health insurance agencies [22]. This care contract refers to isPO’s core clinical services and clinical
processes. Further, it specifies core formal and administrative services. Core services and processes were
operationalised in the form of selection and execution recommendations that map the care concept [22].
Local tailoring of the recommendations is possible to achieve a good fit for the implementation setting
[22].

CAPSYS aims to meet national care requirements (SGB V) and internal needs of care documentation, care
and quality management, billing and data protection [22]. It consists of two parts that are interlinked:
CAPSYS-docu and CAPSYS-assist. CAPSYS-docu may be used for capturing patient care data and care ser-
vice delivery. CAPSYS-assist was developed to support the planning, guidance and examination of patient
care [22]. Other components of the isPO programme, e.g. care pathways or care process organisation, are
integrated in CAPSYS.

Every quarter, internal quality circles are held in the psycho-oncological care networks to ensure quality
of care [22]. Further, external quality workshops are conducted with the consortium partners of the isPO
project (e.g. programme designer and implementation supporters) and representatives from the psycho-
oncological care networks (usually the network coordinators and head psycho-oncologists) [22]. In
addition, quality indicators were defined based on the operational, clinical and formal-administrative rec-
ommendations of the care pathways [22]. Data to assess the indicators stem from the care data in CAPSYS,
which then allows the creation of quality reports and benchmarking [22].

that achieves the desired health-related outcomes and is
consistent with current knowledge [33]. In this regard,
quality of care may be divided into structural, processual,
and outcome quality [34]. Quality of care can be assessed
with a mixed-methods design [23, 35-37].

Objective

In this article, we report on the assessment of the quality
of care of the isPO programme from patients’ perspec-
tives, which is part of the external evaluation of isPO.
We aimed to gain deeper insight into patients’ individual
isPO programme experiences, how they assessed the
programme, and whether assessment affected relevant
patient-reported outcomes.

Methods

An explanatory sequential mixed methods design [38]
with qualitative and quantitative methods was applied
to assess patients’ perspectives on quality of care in isPO
(Fig. 2).

During enrolment, patients could consent: (1) to par-
ticipate in the isPO programme, (2) to share their data
(e.g. documentation data or statutory health data) with
the interlinked evaluation study as well as (3) to be con-
tacted for evaluation surveys or interviews. Patients who
enrolled in the programme, were allocated to a care level
based on their individual needs, which were assessed
with screening instruments. Screening results and any
care documentation were saved in CAPSYS*® by the
isPO service providers. Using multiple pseudonyms,
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Professional oncological care -= PSR 26
(level 3a + 2) 1 -
1 PSR
Level 3a 1
Psychotherapist o e Psycho-oncological o HADS = 15
psychotherapeutic care PSR <6
Psychosocial Level 2 HADS <15
Professional Psychosocial care PSR=3
isPO Level 1
Onco-guide Patient information on cancer
* HADS = Hospital
Anxiety and Depression
Scale
isPO Level 0
Case Management Patient information on the isPO programme and care organisation ;_F‘ig = IF'SychOSOCla'
isk Scale
Fig. 1 The isPO programme’s stepped care concept. Adapted from Kusch et al. [22] and Salm and Cecon et al. [31]
Data linkage was conducted via
individual pseudonyms.
PATIENT PATIENT
SURVEY n SURVEY
after 3 months | after 12 months
T1 j2;
a2
2 Three inteview waves: _
Education on The Triust Genter 1. April - July 2020 Semi-structured
the programme sends out and 2. November 2020— telephone
- processes March 2021 INTERVIEWS
and enrolment questionnaires and 3. April — July 2021 7'y
consent forms.
Allocation DATA
of patients to 12 months of care in isPO LINKAGE
a care level based on
pseudonym lists

Continous care documentation by isPO
service providers in CAPSYS2020

*colour green represents pathways and data collection that is part of the care programme itself. Other colours (blue, purple and grey)

represent steps taken within the external evaluation design.
**HADS = Hospital Anxiety and Depression Scale; PRQ = Psychosocial Risk Questionnaire
Fig. 2 Mixed-methods design to assess patients’ perspectives on the integrated cross-sectoral psycho-oncology (isPO) programme
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CAPSYS?™ data were linked with primary quantitative
data collected via external evaluation whilst conforming
to German data protection laws [23]. Primary data col-
lection included a patient survey with two measurement
times. Furthermore, a sample of patients who finished
their 1-year care in the isPO programme were inter-
viewed about their individual care experiences. To gain
differentiated insight in the care experiences, we aimed
to consider the different periods of implementation, e.g.
first year of implementation, after programme optimisa-
tions have been made or after supposedly a routinisation
has occurred in care delivery. Additionally, the corona-
virus disease 2019 (COVID-19) pandemic occurred in
the beginning of the second year of implementation,
which we also considered in the evaluation. For this,
three patient interview waves were conducted. The study
procedure was approved by the ethics committee of the
Medical Faculty of the University of Cologne.

Patient survey

isPO patients who enrolled and consented to being con-
tacted for a survey or an interview were contacted by the
isPO Trust Center. They were questioned twice during
their 12 month-long care: 3 months into their care and at
the end of their care (12 months). The isPO Trust Center
contacted 1599 enrolled patients with a consent form
and questionnaire by post 3 months after enrolment.
Patients who wished to participate could return their
completed questionnaire and consent form in two pre-
stamped envelopes. Dillman’s Total Design Method [39]
was applied to achieve the highest possible response rate.
For this, patients were contacted twice after initial send-
out of the questionnaire. This means, that after 2 weeks,
patients received a postcard with a survey reminder, and
3 weeks after the postcard, they received a reminder with
a new questionnaire and consent form. The Trust Center
allocated a survey pseudonym (SP) to each patient so
that patients who participated in the first survey could
be contacted for the second one. The survey data were
imported into SPSS [40] for data analysis.

Measurements

To measure quality of care, we considered variables
regarding patients’ satisfaction with the different isPO
service providers (case management, isPO onco-guides,
psychosocial professionals, and psychotherapists) and
general assessment of patient care in isSPO (subjective
effectiveness, satisfaction and needs orientation, fre-
quency and duration of appointments). Furthermore,
patient-reported outcomes (global health status, work
ability, anxiety and depression) and sociodemographic
variables were reported. Table 2 provides an overview of
the used measurements. For sample characteristics, the
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following variables were linked from the CAPSYS?*?° data
set: age, sex, ISCED index, care network (pseudonymised
via number 1 to 4), and anxiety and depression.

Statistical analysis

Descriptive data analysis (frequencies, mean, stand-
ard deviation, minimum and maximum) was first con-
ducted for patients’ satisfaction with their respective
isPO service providers and the scales concerning their
care in isPO in general. Next, to determine the differ-
ences in global health status, anxiety and depression, and
work ability between the survey time points, t-tests for
dependent samples were calculated. Finally, linear regres-
sion analyses were conducted to assess whether quality
of care predicted or was associated with global health
status, anxiety, depression, and work ability. Items con-
cerning frequency and duration of appointments were
initially categorical; however, the third category ‘too
often’ and ‘too long’ was empty or only chosen by one
person. Therefore, it was possible to dummy code it to
1’suitable’ and 0 ‘not suitable’

Patient interviews
Data collection
Due to the different stages of implementation and the
COVID-19 pandemic, three interview waves were estab-
lished. The first interview wave was conducted between
April and July 2020 to consider care experiences made
in the first year of programme implementation, during
which programme optimisations were conducted. The
second interview wave was conducted between Novem-
ber 2020 and March 2021 to consider the second year
of implementation, which showed more routinisation in
care delivery. Lastly, the third interview wave was con-
ducted from April to June 2021 to consider care expe-
riences made under pandemic conditions (COVID-19
pandemic). In all, we conducted 23 telephone interviews,
of which 9 were in the first, 10 in the second, and 4 in
the third interview wave. Because the pandemic started
around March 2020 in Germany, all semi-structured
interviews needed to be conducted via telephone.
Purposeful sampling [49] was applied. Patients were
recruited from all care networks, with different can-
cer entities and according to gender, age, and intensity
of isPO care (e.g. number of appointments or isPO care
stage). Patients were first approached by their care ser-
vice provider, e.g. psychotherapist, during a face-to-face
or telephonic appointment and asked, if they wanted to
share their care experiences with the external evalua-
tion team. It was explained to them that the isPO pro-
gramme is being evaluated on its quality of care and
that the interviews are part of this evaluation process. If
patients agreed, the isPO Trust Center organised a date



Page 6 of 18

(2023) 23:759

Cecon-Stabel et al. BMIC Health Services Research

REE
15€| ay3 bunnp sniels |esisAyd JInoA a1es NoA pjnom moy ‘||eldanQ

“*sem syuawiuUlodde Jo uoleinp ayg
“*sem syuawuiodde Jo Aduanbaiy oy
Spaau A 01 bulpiodde sw paroddns Ods! Ul a1ed ay |

19112 |99} 9 SYeW OdS! Ul 218 3y

UO YI0M O} SW J0J JuerIodull I 1eym Uo a1be app

Kem a|gepueisiapun ue Ul
SW 0} Uoewlojul 3y ||e paute|dxa [euolssajold [eposoydAsd ay |

J|qe
-1I0JW0) [93) SW dpewl 18yl Aem e Ul paaeysq spinb-0duo Ods! 9y L

BUILIBWOS PuURISIIPUN 10U PIP | I SUOISIND Se 01 pabeINodUd Sem |

SW01dWAS JO [9A3] 9SUSIUI $S3| JO BUIUONDUNY JO [9AS] J9119] B 1USS
-91daJ $21025 JI9YDBIH "0Q | 01 ( WOl 9BUBI UBD $3I0DS PIUUIOJSURI|
UR||90X3,/ 01,peq AJaA, | Woly suondo asuodsay

[9%] 0€-D-O10-D1403 241 JO UOISIaA UeUl

-199 9Y1 JO SWS1 OM] JO BUIISISUOD 3[BISGNS SN1BIS Yl[eay [PCO|D
Buo| 001, '31geINS, ' 110ys 003, :suondo asuodsal a1y |

w3l padojaAap-§3s aUQ

U910 001, 3|qRMINS, ‘a1e4 003, :suoiido asuodsal a1y
W)l pado|ansp-42s U

231be A||ny |, 01 2210eSIp A||P101 |, | WO} 3]eds 14317 Julod-ino-
Swa)| pado|aAsp-43s IN04

,22.6e A||ny |7 01, 22408SIP A|[P101 |, | UIOI) 3|DS 1|7 Julod-In04
Swa)| pado|aAsp-49s INo4

3|eds

149Y17 Jul0d-9AY e uo paljdde wiall ue USYO MOY PaledIpUl S1udlied
puog pue jse| ‘|eon) :buipnpul ‘(1] uipiog AQ pagLIsap se
‘duel|je danadelay) JO SUOISUSWIP dY S2INSeaW AI0JUSAUl Y|
plr] 9S-IVM UsIIBUT 341 uo paseq s yaiym ep] (4S-Ivm)
KIOJUSAU| DUEI||Y BUISIOAN Y3 JO UOISIOA UPWLISD) 1I0YS W=7 |
2316 A||n} |, 01 ,93168SIp A||e101 |, | WOl 9]eds 1y uiod Ino4
9o130e4d ojul poddns pue

aoIApe 1nd 01 9|qe 219M A3U1 18yl Aem e Ul pasiApe d4am syuaned -
JUNod2e Ol

Ul o2JoM JUsWUOIIAUS pUe S9oURISWUNDIID _mCOm\_WQ mLC@Z@Q oyl -

110Ys 001 aJom suol1eynsuod syl -

suonsanb siusiied ayi |je pasamsue [euolssajoid [eposoydAsd sy -

Kem 9|gepuelsIsapun Ue Ul paule|dxa Sem uolleulojul -
SUOIILYNSUOD JI9Yl Bulinp uonewlojul [nyd|ay paaledal sjusied -
" I9YIdYM '91eN[eAS 01 PasN a1aM sl padojanap-49s XIS

22168 A||ny |17 01 22168SIP A][P101 |, | WO 3[eds LyIT wuiod Jno
||B42A0 sem Juanied ayi paysizes moy pue -

SpINH-0dUO 2y} 0} P31D2UUOD 1) Jusied -

1uai1ed ayy Joj sl ybnous pey apinb-oduo -

Jauuew A1012eJs11ES B Ul SUOISIND pasamsue spinb-0ouo -
|nydjay sem apinb-0duo ay3 Aq papiaoid uoneuIojul -
ICTBEHERIY

91BN[BAS 0} PISN UM SWS) PAdO[SAIP-|SS [PUOIIPPE DA
pasn pue paidepe a19m (4] (F4vD)

3|ed5 Ayleduwig [BUOIIRISY PUB UOIIEYNSUOD) SY} WO} SWSY OM |
2a16e A||nJ |, 01 ,93168SIp A||e101 |, | WOl 9]eds 1y uiod Ino4
QWM 8

[1#] (IWOD-TH) [BDS UOIBIIUNWIWOD JO ANAINSUSS-ADRISM| Yi[eay

[ARRNE
Sn1eis yijeay [eqolo

4l
sjuauiulodde Jo uoneing

4k
syuswiujodde jo Aousnbaly

a
SPposu 01 UOIRIUSLIO pUk UOI1OR)SI1eS

s
SSEUDAIIDRYD 2AND3IGNS

48
(9duey|je dnnadessy) 1sidessyioydAsd syl yum uonodejsies

[4h
[euolissajold [eposoydAsd Yy Yyim uonoejsies

|1 9pING-02UO OdS! U1 YUM UOIIIRSIES

lL
e
Juswabeuew ased Yim uonoejsies

wd) djdwexy

soyidads wiay pue djeds

jusWaINseaw jo juiod awi ;g d|geuen

aAIDadsIad syuaned Ods! 2Yi Wolj SSWODIN0 pue 31ed Jo Aljjenb ssasse 03 pasn SWwiall pue $a]eds ay3 Uo sd41dads pue malalsn) g dlqel



Page 7 of 18

(2023) 23:759

Cecon-Stabel et al. BMIC Health Services Research

pa1ed0||e sem Juatied e [9A3] 318D YdIYM O} PIUIWIIRP 0L

1e 9njeA SAVH AdAIns Juaied uofien|eAd [UISIXD 33 Jo AjJuspuadapul SGYH dY3 1O ||y 01 PAIDNIISUI DI9M SIUBIIRJ *(34ED JO PUS 3] 1) SYIUOW 7| J9)Je =7 | PUE 3Jed 01Ul SYIUOW = | | ‘JuUdW|oiud swweiboid 1e=0] ,

1291100 S J95Ued AW YIIM [e3p | MOY YIIM Buiyiom a1e am Kem a1 aA31|9q |, pue 2seasip ay1 yum buijeap jo Aem Aw
12 6upj00] Jo skem mau aw saAI6 Adesay ui Bulop we | 1eyn, 03 pardepe a19m 133410 s| widjqoad Aw yum Buppiom ase am Aem ayi analjaq |, pue wa|qoid Aw e 6upjoo| jo skem mau aw saalb Adesayy u bulop we | 1eyp,

2uswiuoIIAuD Aw Ul pue uosiad e se aw Ul pa1salalul Sem apINB-0duo SY ], PuUe ,3|e1I0JWOD [99) W dpew eyl Aem e ul paAeyaq apinb-oduo ayy >

Juawabeuew 3sed Ods! 104 JUBAS|31 10U SBM Ji SB ‘3[eds BUO|-Wal 6 A|[ensn 3y3 Woly papn|axa sem 3w 03 Ajaaisuayaidwod paue|dxa a1am s}nsai Aw, wal ay3

2482 0d 133 Jo BuuuiBag ay) ul 19e3U0D 3Y) JO Isow pey Ajjensn syuaned se ‘AdAins Juanied isiy dY3 ul painseaw Ajuo

puiw Aw ybnoiyi ob wybnoys bulAiop

iA31|1ge BulyI0M 1US1IND INOK 1O}
oAb NoA pjnom syutod

Auew moy :saulod Q| Yam AjIGR SIOM ISAS 1597 INOA 918l NOA §|

4oea S}l UaASS YIm ‘uoissaldag pue

A13IXUY ‘S9BDSQNS OM] JO SISISUOD PUE 39am Ised ayi ul Swo)
-dwiAs aAIssa1dap pue snoixue Jo 9a169p 2y sainided sjeds ay |
(621 (SQVH)

9]edS uolssaldaq pue A1a1xuy [e3dSOH SY3 JO UOISISA UBUIRD
ANJIge Y10M 1530 Apuaind,

01 O3 Y40M 10§ 1jun A|919|dW0D, ) WOJ4 (0 1) 3US][90%3 JO ‘(s3utod
6-8) poob ‘(s3utod /—9) a1espouwl ‘(syutod G—0) Jood 1597 Wy
11343 03 paseduwiod AYjige }IoM JUSIIND 119} PISSISSe SIualied

(8% /7] W91 SUO JO SISISUOD UDIYM ‘(SYAL) D103 AM|IQY HIOM

sCL'LL'0L
uolssaldap pue A1axuy

TRl
Aulice om

wa) 9jdwex]

soypads wiay pue djeds

jusWwaINseaw Jo juiod awn ;g d|qeuen

(panunuod) zajqel



Cecon-Stabel et al. BMC Health Services Research (2023) 23:759

for a telephone interview. Before the interview, the inter-
viewer did not meet the interviewee. No other persons
were present during the interviews. To begin the inter-
view, an initial narrative question was asked: ‘Could you
describe how you perceived the moment of receiving
the diagnosis?. After that, impulse giving guiding ques-
tions concerning quality of care were asked and if neces-
sary, also deepening questions. See Additional File 1 for
the overarching guiding questions (e.g. “To what extent
has isPO met your individual needs?’) that were included
in the interview guidelines to gain insight into patients’
care experiences. The interview guideline was devel-
oped by the external evaluation team. It was piloted with
three cancer survivors from the project partner, House
of the Cancer Patient Support Associations of Germany
(HKSH-BV).

Data collection was conducted by the entire female
evaluation team whose professional backgrounds
included experiences and qualification from the areas
of sociology, psychology, psychotherapy, nursing, public
health, and health services research. Two team members
hold a PHD degree, whereas the other two have a Mas-
ter of Science degree and were in the process of obtaining
their doctorate. Interviews were audio recorded and tran-
scribed. Notes were taken during the interviews.

Qualitative analysis

Two members of the evaluation team were involved in
data analysis using the software programme MAXQDA
2018 [50]. Qualitative content analysis was applied,
which is a research question oriented and stepped sys-
tematic approach [51-53]. In the first interview wave, a
coding system with core and sub-categories was devel-
oped deductively based on the interview lead questions.
The two analysers then coded the transcripts indepen-
dently using MAXQDA. In addition, inductive catego-
ries were derived from the material. The new categories
were discussed to achieve a profound understanding of
patients’ experiences, and the final category system was
agreed upon. Then, new coding was carried out using
the final category system. The content of the statements
belonging to a category was condensed. For the second
interview wave, the coding system of the first wave was
used to analyse the material. In addition, inductive cat-
egories were derived. Again, categories were discussed,
and a consensus was reached on a final category system,
which was used for final coding. The same procedure
was applied for the third interview wave. Data collection
was conducted until rich data on patient’ experiences
was obtained. As we focus on subjective meaning in data
analysis, we refrained from quantifying the results [54].
However, we use phrasings like ‘some; ‘all; or ‘one patient’
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to differentiate individual opinions and experiences from
opinions of several or all interviewed patients.

Results

Quantitative results

In total, we contacted 1599 isPO patients from all four
isPO care networks to participate in the first patient
survey (T1), of which 62.2% (n=994) completed and
returned their questionnaire. All patients who finished
their isPO care until the end of April 2021 and partici-
pated in the first survey (n==867) were contacted for the
second survey; 59.3% (n=>514) of patients participated in
the second survey (T2).

Patients’ age ranged between 18 and 93 years (T1),
with an average age of 56.88 years (T1). There were more
female than male patients in the samples (T1: 64.7%,
n=637; T2: 67.8%, n=345). Most patients were employed
in the first survey sample (54.4%, n=526), whereas
slightly more patients were unemployed or retired in the
second survey (50.8%, n=248). Most patients were mar-
ried or in a relationship (T1: 74.0%, n="741; T2: 72.9%,
n=373). In the T1 sample, 58.05% of patients received
care in Care Network 1 (n=577), while patients from the
other three care networks were represented with a rate
of 10.16% (1n=100) up to 17.76% (n=176). In the second
survey (T2), 53.50% of patients (n=275) received care in
Care Network 1. Table 2 presents descriptive results on
the predictors and outcome variables (please see Addi-
tional File 2 for frequencies of single items regarding sat-
isfaction with care).

On average, patients rated their satisfaction with the
different isPO service providers positively (Table 3).
Satisfaction with care and orientation to needs was also
rated positively, whereas rating of subjective effectiveness
was slightly less positive (neutral to less satisfied). On
average, frequency and duration of appointments were
perceived as suitable.

For 423 isPO participants, data on global health sta-
tus were available for both survey points. The mean
value of the global health status is higher at T2 than at
T1. Paired difference is significant according to the t-test
for dependent samples: t(1422)=-7.353, p<0.001, 95%
CI [-9.36, -5.41]. Linear regression analyses show that,
except for therapeutic alliance and items regarding tem-
poral framework of care, all other predictors significantly
and positively predict or associate with global health sta-
tus (Table 4). Higher satisfaction with case management
(regarding health literacy-sensitive communication), with
isPO onco-guides and psychosocial professionals is asso-
ciated with higher global health status at the end of care
(T2). Furthermore, higher satisfaction with the scales sub-
jective effectiveness’ and ’satisfaction and orientation to
needs’ is associated with higher global health status (T2).
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Table 3 Descriptive analysis of variables

Variable N M sD Min Max
Satisfaction with case management T1? (health literacy-sensitive communi- 865 3.28 0.65 1.00 400
cation, HL-COM)

Satisfaction with the isPO onco-guide T1 692 3.39 0.60 1.00 4.00
Satisfaction with the psychosocial professional T2 252 3.16 046 1.00 4.00
Satisfaction with the psychotherapist T2 (therapeutic alliance, WAI) 200 388 0.89 1.00 5.00
Subjective effectiveness T2 409 290 0.74 1.00 4.00
Satisfaction and orientation to needs T2 415 327 0.68 1.00 4.00
Frequency of appointments T2 353 0.76 043 0 1.00
Duration of appointments T2 361 0.88 0.33 0 1.00
Global health status T1 (EORTC-QLQ-C30) 978 52.82 23.19 0 100.00
Global health status T2 (EORTC-QLQ-C30) 507 61.64 21.24 0 100.00
Work ability T1 (WAS) 956 3.69 3.05 0 10.00
Work ability T2 (WAS) 488 5.03 3.15 0 10.00
Anxiety and depression TOP (HADS) 1752 16.31 8.70 0 42.00
Anxiety and depression T1 (HADS) 1316 14.18 8.25 0 41.00
Anxiety and depression T2 (HADS) 722 12.91 824 0 39.00

2 patient surveys: T1 =3 months into isPO care and T2 =at the end of isPO care (after 12 months)

bT0=patient enrolment, T1 =4 months into isPO care and T2 =at the end of isPO care (after 12 months)

Table 4 Results of the regression analyses

Predictor F (df regression, Corr. R? B B p 95% Cl Min; Max
df residual)

Criterium variable: global health status (T2)

Satisfaction with case management T1 (HL.-COM) 11.72(1,382) 027 0.17 5.96 <.001 2.54,9.39
Satisfaction with the isPO onco-guide T1 8.73 (1,300) 025 0.17 6.79 .003 227;1132
Satisfaction with the psychosocial professional T2 9.19 (1, 249) 032 0.19 8.96 .003 3.14;14.78
Satisfaction with the psychotherapist T2 (therapeutic alliance) 0.01(1,197) -.005 -0.01 -0.19 911 -3.59;3.20
Subjective effectiveness T2 5.75(1,406) 012 0.12 337 .017 061;6.12
Satisfaction and orientation to needs T2 10.00 (1,412) 021 0.15 4.73 .002 1.79;7.67
Frequency of appointments T2 2.94 (1;350) .005 0.09 451 087 -0.66; 9.68
Duration of appointments T2 1.84 (1;358) .002 0.07 4.60 176 -2.08;11.28
Criterium variable: work ability (T2)
Satisfaction with case management T1 (HL-COM) 8.39(1,371) 019 0.15 0.76 .004 0.24;1.28
Satisfaction with the isPO onco-guide T1 7.57(1,292) 022 0.16 034  .006 0.27;1.62
Satisfaction with the psychosocial professional T2 262 (1,242) 007 0.10 0.70 107 -0.15; 1.55
Satisfaction with the psychotherapist T2 (therapeutic alliance) 3.59(1,192) 013 0.14 0.49 060 -0.02; 0.99
Subjective effectiveness T2 408 (1,394) 008 0.10 043 .044 0.01;0.86
Satisfaction and orientation to needs T2 12.98 (1,4071) 029 0.18 0.82 <.001 037;1.27
Frequency of appointments T2 5.57(1;339) 013 0.13 0.95 .019 0.16; 1.75
Duration of appointments T2 3.01(1;348) 006 0.09 0.91 084 -0.12;1.93
Criterium variable: anxiety and depression (T2)

Satisfaction with case management T1 (HL.-COM) 17.06 (1, 469) 033 -0.19 -2.32 <.001 -443;-1.22
Satisfaction with the isPO onco-guide T1 13.68 (1, 365) 033 -0.19 -2.75 <.001 -4.22:-1.29
Satisfaction with the psychosocial professional T2 12.09 (1, 239) 055 -0.24 -4.20 <.001 -6.33;-2.07
Satisfaction with the psychotherapist T2 (therapeutic alliance) 037(1,187) -003 0.04 039 544 -0.87;1.65
Subjective effectiveness T2 1.08 (1,391) 000 -0.05 -0.55 300 -1.58;0.49
Satisfaction and orientation to needs T2 487 (1,396) 010 -0.11 -1.23 .028 -2.33;-0.13
Frequency of appointments T2 12.21 (1; 335) 032 -0.19 -342 <.001 -5.35;-1.50

Duration of appointments T2 3.56 (1;344) 007 -0.10 -243 060 -497:0.11
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For 403 patients, data on work ability were available
for both survey points. The mean value of work abil-
ity is higher at T2 than at T1. Paired differences is sig-
nificant according to the t-test for dependent samples:
t(402)=-8.11, p<0.001, 95% CI [-1.48, -0.90]. Linear
regression analyses show that, except for satisfaction
with the psychosocial professionals, therapeutic alliance,
and duration of appointments, all other predictors sig-
nificantly and positively influence work ability (Table 4).
Higher satisfaction with case management (regarding
health literacy-sensitive communication) and with isPO
onco-guides is associated with higher work ability at the
end of care (T2). Furthermore, higher satisfaction with
'subjective effectiveness, ’satisfaction and orientation to
needs, and frequency of appointments is associated with
higher work ability (T2).

For 722 patients, data on anxiety and depression were
available for all survey points. The mean value of HADS
significantly decreased across all survey points over time
(TO to T1: t(681)=6.96, p<0.001; T1 to T2: t(681)=2.83,
p=0.005; TO to T2: t(721)=8.37, p<0.001). Linear
regression analyses show that, except for satisfaction with
therapeutic alliance, subjective effectiveness, and dura-
tion of appointments, all other predictors significantly
and negatively influence anxiety and depression (Table 4).
Higher satisfaction with case management (regarding
health literacy-sensitive communication), with isPO
onco-guides and psychosocial professionals is associated
with lower anxiety and depression at the end of care (T2).
Furthermore, higher satisfaction with ’satisfaction and
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orientation to needs’ and frequency of appointments is
associated with lower anxiety and depression (T2).

Qualitative results

Thirty-eight patients were approached for data collec-
tion, from which twenty-three agreed to participate. Rea-
sons for not participating included feelings of emotional
instability, ongoing cancer treatment or suffering from
physical strains. Sixteen patients identified as female and
seven male, and age ranged between 32 and 65 years.
Seventeen patients were employed. The number and type
of isPO care ranged between low-intensity to high-inten-
sity care (see Additional File 3 for more details). All four
isPO care networks and thirteen different cancer entities
are represented in the data. The interviews took between
31 and 85 min. In all, the interview material comprises
21 h and 40 min. The final coding system consists of four
levels. The head codings (first two levels) concerning
quality of care are presented in Fig. 3.

Condensed results are first presented according to posi-
tive experiences and perceptions of the isPO programme,
followed by negative perceptions and optimisation needs.
Finally, patients’ attitudes towards isPO in routine care
are described (see Additional File 4 for quotes).

Positive experiences and perceptions of the isPO programme
All interviewed patients perceived the isPO programme
as useful for their individual recovery. Receiving PO
care as a fixed care component parallel to medical onco-
logical therapy appeared to be meaningful to them. The

isPO programme perception Optimisation needs

Target understanding

Meeting information needs

Patient education ‘

Access to the isPO programme

Picking up on information given
by isPO onco-guides in the
psychotherapeutical
appointments

Interdisciplinary cooperation in
oncology

Experienced support from the
isPO programme

Further group offers

Recognition at the political and
social level

Care under COVID-19

Make the care period more

Desire for expansion ‘
flexible

Factors enabling
implementation

More intensive psychosocial

support

Factors hindering
implementation

Self-help groups

Support for relatives

Fig. 3 Head codings (first two levels) of the final coding system regarding quality of care in the isPO programme
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main goals of the isPO programme were identified by the
patients as ‘professional support’ and the patients being
closely supported’ which was considered important.

Patients’ access to the programme facilitated their pro-
gramme acceptance. They found that ‘being approached’
was especially promising for enrolment. Most found
it crucial that their treating physician (e.g. oncologist)
approached and recommended programme enrolment
and that isPO was offered in the same institution where
the medical treatment took place (e.g. hospital). Timely
access to care was considered necessary because it gave
patients a feeling of security. Moreover, it had a sup-
portive effect, as they had an obvious contact person for
potential stressful experiences. However, it was argued
that deciding to participate in the programme later
should be ‘handled flexibly.

Offering information and education on the programme
at different levels (e.g. flyers, posters, in conversation
with the case manager) with visual aids was considered
motivating and necessary because ‘a new programme like
isPO is not self-explanatory and PO is ‘unknown to many
patients and possibly has negative connotations.

Overall, patients felt that isPO supported them individ-
ually and that the content of the counselling, type of sup-
port, and the interprofessional work of the isPO service
providers were valuable. The opportunity for outpatient
care especially was perceived as crucial for securing their
PO care. The timeframe of care (up to 12 months) and
the flexible intensity of care, which is oriented towards
the programme’s stepped care concept, was perceived as
needs-oriented. It was perceived as valuable that sudden
support needs could be flexibly addressed individually.
Furthermore, some patients rated positively ‘that there
were hardly any waiting times’ and that appointments
were ‘possible at short notice. They described the cross-
sectoral continuity of care as a ‘safety anchor. Fears often
only arose after discharge from the hospital. Therefore,
the continuity of care experienced in isPO from inpatient
to outpatient setting and having a fixed contact person
were considered helpful. This implied that patients knew
that the isPO service providers were familiar with their
individual case and that therefore, there was no informa-
tion gap.

Within professional PO support, the formation of a
good therapeutic alliance was essential, leading to a feel-
ing of being ‘understood, supported and cared for. The
provision of information by the psycho-oncologists on
further support options and the involvement of relatives
was also positively received. Overall, patients described
flexible handling of the care setting as helpful. Over the
course of the project, the way in which the appointments
were conducted became more flexible and adapted to the
respective patient’s contextual circumstances. isPO was

Page 11 0f 18

offered in different ways: (1) face-to-face in the rooms of
the hospital itself, which was in line with the basic isPO
idea, but also increasingly (2) by telephone, (3) online, or
(4) via e-mail due to pandemic-related contact restric-
tions. However, it was emphasised that the first conversa-
tion should take place face-to-face, where possible.

Patients who utilised the low-threshold support offered
by the isPO onco-guides, perceived it as ‘very helpful’
and complementary to their professional care in isPO
(e.g. psychosocial or psychotherapeutical support). They
appreciated that the programme enabled ‘an encounter on
a peer level’ at a time when patients ‘would most likely not
have sought contact with self-help. Often, it was remarked
that it ‘felt good’ to talk to a person who had ‘gone through
the same things. The interaction and communication on
‘equal footing felt ‘liberating and provided ‘confidence
and courage. Young patients especially found it helpful
to be able to exchange experiences ‘authentically'isPO
service providers (e.g. isSPO case management or psy-
chologists) were perceived as very professional. Further-
more, the organisational professionalism (e.g. enrolment
process with the health insurance companies, commu-
nication with the general practitioner at discharge) was
highlighted. Here, isPO providers’ reachability was an
important aspect, especially during the COVID-19 pan-
demic. The patients considered it reassuring that ‘if there
was a need to talk, you could always call, and someone
would answer'

Negative perceptions of the isPO programme

and optimisation needs

Patients articulated that the implementation of isPO
was inhibited by the stigma attached to PO care in Ger-
many. In their opinion, there has not yet been a suffi-
cient cultural change in society, and this is especially
true for the older population. Directly related to this is
the obstacle of explaining the programme coherently.
As the isPO programme is complex, most patients find
it difficult to understand it in detail, which may lead to
programme rejection. This was especially noticeable
in the interview data of the first two interview waves
(early implementation phase). It improved with the pro-
gramme’s progress, presumably when the care networks
began to use optimised patient information materials
(PIMs). In the third wave of interviews, after the opti-
mised PIMs were utilised in all networks, patients no
longer described any obstacles in this regard.

Similarly challenging was the comprehensibility of
the isPO onco-guide concept. Especially at the begin-
ning of the implementation (first wave data), it was
noticeable that patients expressed little need to make
use of the isPO onco-guides. It became clear that this
was mostly because the isPO service providers did not
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provide accurate information about the onco-guides’
duty and role, which in turn led to misunderstanding.
Furthermore, some patients were reluctant to meet
with a onco-guide out of ‘fear of being overloaded with
other bad stories’ or a ‘desire for peace. However, some
patients developed an openness to meet with an isPO
onco-guide later in the course of their trajectory. Dur-
ing the pandemic, some patients refused the offer due
to fears of infection with COVID-19 through face-to-
face contact. Furthermore, the resource structure of
the isPO onco-guides was perceived as partially hin-
dering. In some settings, rooms for a ‘seusitive conver-
sation’ were not available and they unfortunately ‘had
to move to the cafeteria. At the time of the COVID-19
pandemic, there were also ‘bottlenecks in terms of staff,
as isPO onco-guides also feared infection.

Patients experienced that staff (e.g. physicians,
nurses) in the oncological wards only knew little about
the isPO care programme. Furthermore, the external
marketing for the isPO programme was described by
some patients as ‘insufficient’ and ‘hardly available’

Overall, many of the interviewed patients perceived
the care period as not flexible enough. The abrupt end
after 12 months was seen by some patients as ‘ques-
tionable’ because many patients were still undergoing
medical therapy at this time; therefore, many might still
have needed the support. They desired structured PO
aftercare.

Some patients had difficulty differentiating between
the care options provided by isPO and other outpatient
psychotherapeutic treatment services. This may have
led to different expectations of patients and service
providers in relation to the content of care. In addition,
some patients confused the programme and study con-
tents, which is probably due to the interconnection of
programme and study during the project period. Some
described this as [frustration’ because the meaning
of the different questionnaires was not clear to them.
With the new PIMs (e.g., timeline), this perception was
minimised and was no longer described in the final
interviews.

Further programme optimisation included the desire
for the expansion of psychosocial and family support
because ‘cancer is a “we” disease'

isPO in routine care

All interviewed patients expressed a desire for the
‘availability of isPO after the end’ of the project phase
and the expansion of the programme ‘for all cancer
patients. They emphasised that this would require a
cultural change in the perception of psycho-oncology
in Germany. Lack of knowledge and stigma might lead
to aversion towards PO care. One patient described it
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as a ‘rethinking in society’ that needs to take place. For
this aim, ‘comprehensive and continuous education’ and
marketing (e.g. through display walls, posters, radio, or
advertisements) could be used.

From the patients’ point of view, local and nationwide
implementation of PO care is only possible with a con-
stant expansion of personnel resources, sufficient quali-
fication opportunities for staff, and balanced financial
resources. It is therefore important that sufficiently
qualified psycho-oncologists are available for needs-
based PO care (i.e. that staff positions are created). One
patient understood the problem like this: ‘It’s no use, if
I offer this and don’t have the staff to take care of it in
peace. [...] and you only have one contact person. So he
is hopelessly overworked and that doesn’t help either.’

Patients emphasised that long-term and continu-
ous PO support provided stability and was therefore
highly relevant. An ‘abrupt end’ to PO counselling after
inpatient medical treatment should be avoided, and
continuation of needs-oriented care, such as in isPO
for 12 months, is desirable. Several of the interviewed
patients identified the need for sustainable structures
to achieve this purpose. They expressed the need for
‘every hospital that treats oncological patients’ to offer
PO services in a way that is financed and can therefore
be expanded and/or maintained. Furthermore, some
patients called for a good interdisciplinary cooperation
between oncology and psycho-oncology to enable com-
prehensive cancer treatment.

A few patients expressed the need for better vis-
ibility and knowledge about PO care within the health
system, for example, among general practitioners. In
their opinion, communication about available support
programmes should be enhanced through professional
articles in journals and through presentations of the
study results of programmes like isPO.

The interviewed patients showed awareness that
the described aspects are a societal and cultural task
that can only be implemented through recognition at
the political and societal levels and through measures
(implementation of guidelines) and the commitment
of all those involved. From the patients’ point of view,
different but focused actions (e.g. information week for
psycho-oncology, advertisements) might be necessary.

Discussion

Quality of care in isPO

Within both methodological approaches (quantitative
and qualitative), patients reported medium-to-high satis-
faction with the care they received in isPO. Furthermore,
we found significant improvements in patient-related
outcomes (health status, work ability, and anxiety and
depression) over time, and regression analyses indicate
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that satisfaction with quality of care influenced those
outcomes. Already, low-threshold care provision (e.g. via
isPO case management, isSPO onco-guides, and/or psy-
chosocial care) significantly and positively impacts these
patient outcomes, which is in line with guidelines that
recommend stepped and needs-oriented PO care [55].
However, in our analyses, it is noticeable that therapeu-
tic alliance (regarding psychotherapeutic care) does not
show significant association with the outcome variables.
We presume an indirect effect, with therapeutic alliance
significantly affecting general care satisfaction (subjective
effectiveness and needs orientation) [56], which in turn
affects important patient related outcomes. Furthermore,
satisfaction with the frequency of appointments posi-
tively affected patients’ work ability, anxiety, and depres-
sion. This underscores the importance of care continuity
and outpatient care and might be of interest for health
insurance companies for economic reasons. Patients who
return to work earlier might financially relieve health
insurance companies in the long term. Research based
on German health insurance claims data revealed that
psychotherapy significantly reduced care costs and days
of incapacity to work (i.e. sick days) [57-59]. Wittmann
et al. [60] even suggested that ‘every euro invested in
outpatient psychotherapy’ pays off threefold for society
under the premise that the therapy effect lasts for 1 year
after the end of treatment. In addition, patients have
reported that returning to work is an important aspect
for a full recovery [61, 62]; it positively affects quality of
life [62, 63] and provides financial security [62, 64] and
a sense of control [65, 66]. Therefore, needs-oriented,
continuous outpatient PO care may help patients reach
a level of functioning that enables them to return to work
and improve their quality of life.

The qualitative results allowed us to gain deep insights
into patient experiences with isPO. Moreover, they rep-
resent the specific enablers and barriers to programme
implementation and therefore also quality of care.
Patients found outpatient care with a fixed contact per-
son crucial for care continuity; this was also promoted by
Fann et al. [67]. The patients’ experiences highlight that
needs-oriented care was not just achieved by allocating
patients to the ‘right’ care level based on sole occurrence
of symptoms; it was also connected to increased flexibil-
ity in care that took patients’ individual needs into con-
sideration [55, 68, 69]. For example, this was achieved
by flexibly choosing the care delivery mode (e.g. phone,
face-to-face, or virtual) and the appointment frequency.
Our findings on satisfaction with appointment frequency
aligns with further external isPO evaluation results, indi-
cating that the number of appointments with psycho-
therapists (utilised by patients with higher care needs)
significantly influence changes in anxiety and depression
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over time [70]. Therefore, needs-orientation seems to be
a key component in PO care.

Patients identified other aspects that could be han-
dled more flexibly in the care programme: time of pro-
gramme enrolment, period of care, and extension of care
to relatives. The patients’ relatives’ need for care is often
neglected [71], even though they may also suffer from
emotional and social impairments [72, 73]. Therefore,
from a patient’s perspective, it may be recommendable
to augment isPO with a component that aims to flexibly
address their relatives’ support needs.

Implications for quality of care in psycho-oncology
Measuring patient-reported outcomes may enhance
patient-centred care and be beneficial for clinical out-
comes [74-76]. The isPO programme endeavoured not
only to close the healthcare gap of needs-oriented cross-
sectoral PO care, but also to establish a structured, sus-
tainable healthcare programme that includes an adequate
quality management. Through external evaluation of
the isPO programme, it became evident that it is cru-
cial to include patients’ perspectives on quality of care.
Investing in gathering patients’ perspectives offered the
opportunity to gain specific and practice-relevant feed-
back on important optimisation needs and implementa-
tion enablers and barriers that were also experienced by
other researchers [77]. Patients provided feedback spe-
cific to the implementation site (e.g. medical personnel
not knowing about the isPO intervention programme)
in addition to general feedback (e.g. that the care period
needs to be handled flexibly according to the patients’
needs). Therefore, structured quality management at
each care site and site-overarching (e.g. benchmark-
ing or quality workshops) should be implemented and
maintained to facilitate patient engagement in their care
reality.

Perceiving and considering patients’ perspectives should
be acknowledged as an important quality indicator for
needs-oriented interventions [78, 79]. For the daily routine
of quality management, specific PO quality indicators are
required to sufficiently assess, monitor, and improve qual-
ity of care [55, 80]. Breidenbach et al. [81] came to a similar
conclusion; they exploratorily analysed audit data of can-
cer centres regarding the challenges of providing PO care
and found diverse care barriers on both the patient and
organisational level. They called for the identification and
integration of processual measures that especially promote
integrated PO care in routine oncological care [81]. This
aligns with Rubin et al’s [79] reported advantages of inte-
grating process measures of quality. They highlighted that
implementation of such quality indicators may empower
service providers and clinicians to proactively influence
patient-reported outcomes.
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Based on patients’ experiences in isPO, we formulated
recommendations for the programme, especially regard-
ing an adaptability to routine care (Table 5). Furthermore,
patients expressed diverse attitudes and recommenda-
tions that apply to PO care in general.

Methodological strengths and limitations

Applying a mixed methods design is characterised as key
to contextualising patient experiences in health care [83].
It allowed us to use the strengths of both, quantitative
and qualitative methodologies and offset their respective
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weaknesses [84, 85] Further, it provided a deep under-
standing of patients’ perspective on the complex isPO
intervention programme and helped to include their
perspectives early and continuously in the programme’s
optimisation loops [82, 86]. Participative elements in a
programme’s development have been considered help-
ful by other researcher also [32, 87-89]. Programme
designers in isPO predominantly used a top-down
approach during the development phase [31]. However,
by feedbacking our results (‘acute’ results were immedi-
ately articulated) at least once a year to the programme

Table 5 Recommendations for the isPO programme and psycho-oncological care in Germany based on cancer patients' care

experiences

Recommendations regarding the isPO programme
Needs-oriented patient support

Allow flexibility regarding the timing (start and end of care)

— Patients have different needs, emotional coping mechanisms, and illness severity.

Maintain flexibility in the delivery of care (mode and frequency of care delivery)

— patients have different preferences and access to care. Hence, care delivery that allows appointments to be con-
ducted flexibly face-to-face, via telephonic or videochat, may facilitate needs-oriented care. The same applies for the
frequency of appointments, which can vary between patients due to different care needs and cancer treatment

— [t promotes needs-oriented care and makes care structures more adaptable to disruptions in the healthcare

system (e.g. pandemic).

Staff education and information flow

Provide adequate training (initial and ongoing) of isPO service providers and medical personnel

towards the new programme and promote cooperation between oncological and psycho-oncological

services

— Lack of knowledge (e.g. oncologists not knowing about the programme) or inadequate information (e.g. case
managers knowledge regarding the role of isPO onco-guides) may impede high-quality programme delivery and
accessibility for patients. Good cooperation and medical staff's acceptance of psycho-oncological care may reduce

barriers in patients’ access to care.

Address information loss due to staff rotation within the oncological departments
— Regular, periodic information sessions would be helpful to maintain the information flow (e.g. newsletters or

information sessions).

New programme
elements

Reflect on the integration of further psycho-oncological care services
— Severe illnesses may affect not just the patient, but also their family and social environment. Expanding care to

relatives may be helpful. Some patients require specific support, such as art therapy. Providing suitable offers might

elementarily support these patients.

Recommendations regarding routine psycho-oncological care
Cultural change

Invest in reducing stigma surrounding utilisation of psycho-oncological care

— Using a multilevel approach (e.g. via media, peer groups, and good practice examples) is considered helpful.

Patient information and education

Use end user-friendly patient information material

— [t may give patients orientation, e.g. on psycho-oncological care processes or important contact persons to
access care services, and satisfy information needs, e.g. in regard to what psycho-oncology is, comprehensibly.
Further, user-friendly material may facilitate informed decision-making.

— Ifnew materials need to be designed, consider the inclusion of patients’experiences and perspectives (empowerment) [82].

Sustainability and multidisciplinary

Implement structured financing for cross-sectoral psycho-oncological care

— Patients emphasised the need to ensure needs-oriented and structured care models, such as isPO, by assuring
that they receive sufficient financing. The German healthcare system omits financing of psycho-oncological care
that is structured and anchored in law. Investing in psycho-oncological care may be beneficial for insurance compa-
nies in the long term (e.g. in terms of increasing work ability)

Implement interlocking, multidisciplinary structured needs-oriented care (e.g. isPO)
— Patients expressed that multidisciplinary teams facilitated needs-oriented care; interlocking them simplified

access to respective care services

Avoid sectoral separation of care as patients desire care continuity with fixed contact persons (in- and outpatient)
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designers, programme optimisations could be initiated
by the designers according to the end-user’s needs [35,
37]. This may make the programme more adaptable and
tailored for routine care [89]. Therefore, formative evalu-
ation data on quality of care may function as an indica-
tor for the maturity level of a complex intervention and
may aid in early identification of strengths and weak-
nesses that are specific to the implementation setting
[90]. In addition, it is important to consider though that
a comprehensive mixed methods design needs sufficient
resources and adequate funding.

Even though an exploratory sequential design might
have been helpful for a broader generalisation of the
results [91], the explanatory design allowed us to explain
the quantitative results and gather in-depth information
on quality of care. Moreover, the qualitative approach
may address some of the limitations of patient-reported
experiences, such as confounding by health outcomes or
measuring expectations rather than actual experiences [92].

Our quantitative data suggest that processual quality
of care measurements affect patient-reported outcomes,
also the primary outcome of isPO (anxiety and depres-
sion). Therefore, we promote that, during evaluation
of a new complex interventions, quality of care should
be considered an important study outcome, which was
also pronounced by others [93, 94]. Furthermore, when
assessing patient-reported outcomes, there is a risk for
biases, such as social desirability, common method, or
recall. However, at the same time, patient-reported out-
comes are valuable indicators of quality of care. Given the
absence of a control group, conclusions regarding causal-
ity may not be drawn. The synthesis of results on qual-
ity of care together with the results on a programmes’
effectiveness is therefore important when considering the
complexity of a new form of care, like isPO (effectiveness
results will be published elsewhere).

Interviewing patients after they finished 1 year of care
in isPO was additionally helpful as they were able to
reflect on the entire isPO care trajectory. Considering
different moments (e.g. early implementation) within
the implementation process allowed us to observe the
programme normalisation process in the different
care networks, which was also promoted by May and
colleagues [95]. However, as the patient recruitment
process for the interviews was initiated by service pro-
viders, this should be considered when interpreting
the results. We might have an underrepresentation of
patients who were (1) not satisfied with isPO, (2) timid,
or (3) critically affected by oncological treatment. How-
ever, most patients we interviewed did not refrain from
giving feedback on possibilities for optimisation. Finally,
only patients who were mostly fluent in German were
recruited for the interviews. Further studies exploring
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the needs of patients with limited language proficiency
are indicated.

Conclusions

Patients assess the isPO programme’s quality of care pos-
itively. Likewise, patients’ perspectives were crucial for
identifying implementation enablers and barriers of this
new form of PO care, reflecting the programme’s feasi-
bility and possible fit for routine care. Our results sug-
gest a positive relationship between patients’ satisfaction
with quality of care and important patient-related out-
comes (health status, work ability, anxiety, and depres-
sion). Therefore, investing in gathering data on patients’
perspectives while using a mixed methods design can
be helpful for conducting comprehensive evaluation of
complex interventions to assess their quality of care and
thereby maturity. For designers, this data may support
necessary programme optimisations, especially if par-
ticipative elements were not considered in the project’s
design phase [96]. Even though the isPO programme is
highly complex, with its various interacting programme
components [22], patients’ experiences with the stepped
and needs-centred care approach indicate that it is rec-
ommendable for routine care. However, the persistent
programme optimisation should be conducted and inte-
grated within structured quality management.
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