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Definition of Patient Pathways
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Richter, P. Hickmann, E., Schlieter, H. (2021). Validating the 
concept of patient pathways: a European survey on their 
characteristics, definition and state of practice. Pacific Asia 
Conference on Information Systems 2021: 32.

What pathways are NOT:
− No one-size-fits-all 

pathways
− Not opposed to clinical 

autonomy



Scope of Patient Pathways in CCIs

3Introduction to Patient Pathways

P
a

n
c
re

a
ti
c
 C

a
n

c
e

r 
P

a
ti
e
n

t 
P

a
th

w
a

y
 T

e
m

p
la

te
 f

o
r 

C
C

C
N

s

p
a

ti
e

n
t

C
C

C
N

 u
n

it
s

staging

CT scan (lung, 

abdomen)

ERCP/MRCP

endoscopic 

ultrasound and 

biopsy if 

possible

biopsy of 

metastases

additional 

diagnostics, 

e.g. MRT, (PET 

CT*)

Endoscopy 

complications 

(#7a,b)

laparoscopy

cTNM 

classification

if necessary in 

individual case; 

e.g. high 

bilirubin 

(>3xULN), 

surgery not 

possible within 3 

weeks time

locally advanced 

disease OR no 

metastases

metastases

if pretherapeutic 

MDT decision 

requires 

additional 

diagnostics

no confirmation of

pancreatic cancer

additional 

diagnostics 

needed

suspicion for 

peritoneal 

carcinomatosis

individual 

reflection and 

discussions

CCCN 

discharge and 

surveillance OR 

referral to other

tumor center

organise life 

during 

treatment/ end-

of-life care start of follow-up

organise life 

during

follow-up

therapy (curative intent)

neoadjuvant 

chemotherapy

surgery

adjuvant 

chemotherapy 

(depends on 

ECOG)

imaging/

staging

Adjuvant 

chemotherapy 

(#16)

#10-14

histopathol. 

examination and 

reporting/staging

Pathology report 

(#15)

within 12 

weeks

Additional iPAAC 

QIs No. 6, 7
#8, #9

histological confirmation obligatory;

neoadjuvant radiochemotherapy not 

recommended outside studies

expertise of 

pancreas surgeon: 

10 pancreatic 

resections/year

6 months

about 12 weeks

borderline 

resectable

resectable OR 

surgery as 

individual 

treatment trial

after resection of 

pancreatic 

carcinoma stage 

I-III

recommendation 

for palliative care

at least stable

disease

in CT

patient with 

confirmed 

pancreatic cancer

staging strategy

supportive care 

plan

Counselling social

services (#5)

Psycho-

oncological care 

(#4)

supportive care

information 

materials

patient 

consultation

preparation of 

patient 

consultation

histological 

findings (if 

existing)
imaging (if 

existing)

MDT treatment 

recommendation 

for individual 

patient

shared 

decision-making

individual 

treatment and 

nursing care plan

[optional] 

baseline PROM 

assessment 

EORTC QLQ-C30 

and PAN26

information 

materials uniform treatment

template

preparation of 

MDT meeting

diagnostic and 

staging report

pre-therapeutic

MDT meeting

MDT meeting 

minutes

recommendation 

for study 

enrolment

patient 

consultation

 after diagnosis

adapted MDT 

treatment 

recommendation

MDT follow-up 

recommendation

post-operative/-

therapeutic MDT

meeting

national follow-up

guidelines

follow-up 

planning

secondary 

metastases OR 

recurrence

end of 

follow-up 

consultation

necessity for MDT

meeting

end-of-life care

follow-up care, 

surveillance

[optional] 

follow-up PROM 

assessment 

EORTC QLQ-C30 

and PAN26

according to 

follow-up 

timeframes

[optional] rehabilitation

palliative care

Palliative 

chemotherapy 

(#17)

palliative 

chemotherapy

additional 

therapy lines 

including 

immunotherapy

palliative 

radio(chemo)-

therapy

progress control

platinum-based 

first-line chth 

followed by 

PARP-inhibitor 

maintanance 

treatment

duration of treatment according to 

tolerability and treatment goals; 

choice according to ECOG 

performance status, comorbidities, 

and patient preferences

only in case of 

MSI/MMR 

deficiency

induction chemotherapy, if 

stable after 4 months of 

treatment consider 

radiochemotherapy

for BRCA 1/2 

mutation

first-line therapy

first-line therapy

first-line therapy

for locally 

advanced 

carcinoma, no 

metastases

end-of-life care

second-line 

therapy and 

further lines

Patients with new 

recurrence and/or

distant 

metastases (#1b)

Primary cases 

Centre (#1a)

Pretherapeutic 

tumour board (#2)
Post-operative 

tumour board (#3)

Share of study 

patients (#6)
patient with 

highly suspected 

pancreatic cancer

patient should take time to for example: 

discuss with relatives; list all possible

questions about the disease and its 

consequences; have the opportunity to 

talk to experts and peers via the patient

organisation; get better understanding 

by help desk function at hospital or 

patient organisations

referral to other discipline if 

required or discharge to GP;

in case of cystic liason

adaptation note: if nurse 

navigators are 

established in the CCCN, 

then involve in 

consultation and 

additionally offer one-on-

one meeting with patient 

and relatives, explain 

role of nurse navigator 

and offered services, 

explain care options and 

support in case of 

ambivalence and 

uncertainty

participants: patient 

(family, legal 

representative), treating 

doctor, nurse;

tasks: informed 

discussion about 

treatment expectations/ 

preferences and options,

time frames and specific

requirements; re-

assessment of individual

supportive and nursing 

care needs

main patient and treatment 

data are to be compiled in 

writing for the MDT meeting; 

check for eligibility of the 

patient for a clinical trial;

invite MDT participants

mandatory participants: visceral 

surgery, gastro-enterology, 

radiotherapy, medical oncology, 

pathology, radiology, (if applicable: 

nurse navigator);

depending on indication: nursing, 

palliative medicine, psycho-

oncology, pharmacists etc. are to be 

invited in addition to the mandatory 

participants; assess resectability 

and decide on further procedure

e.g. change lifestyle (nutrition, physical activity, 

smoking cessation, alcohol consumption levels 

minimised); develop back-to-work strategies and/or 

rehabilitation; information about future expectations

and how to manage them; contact patient 

organisations for further support

e.g. establish access to electronic health record/data; discuss treatment

and situation with family; appoint caregiver role and discuss needs and 

task division; organise transport to the care units; change plans; get 

organised to manage disease; conduct paperwork (e.g. job, insurance, 

social support); avoid social isolation; contact patient organisations for 

further support

test/ procedures are to be undertaken within 1 week after patient consultation;

adaptation notes: timeframe for MRT and PET CT might be longer than 1 

week; if good clinical practice is different or access to diagnostic technologies 

is limited, a referral to other units outside the CCCN (cooperation partners) is 

needed;

*PET CT is not reimbursed/available in many countries

anamnesis, genetic risk 

assessment, consider BRCA 

testing, physical examination, 

laboratory workup (incl. tumour

markers Ca 19-9);

discuss timeframe for 

diagnosis, explain role of MDT,

provide information, symptom-

oriented therapy

assess all 

patient related 

files available 

and request 

missing 

information

proportion of study 

patients at least 5% 

of primary cases

aim: maintain and improve quality of life; focus: pain management according 

to the WHO pain management scheme, psycho-oncological care, 

supplementary nutrition if necessary, symptomatic therapy (e.g. stent implant)

adaptation note: optional according to

national standards/ conditions

incl. follow-up of 

study patients

adaptation note: if 

survivorship teams are 

established in the CCCN, 

the refer to (e.g. for 

survivorship needs 

assessment)

referral to 

palliative care 

clinic if available

complete staging 

= CT scan, 

endoscopic 

ultrasound 

(additional 

diagnostics to be 

defined in MDT)

additional 

diagnostics 

required

instant decision

no MDT meeting 

necessary 

(continue 

according to 

individual 

treatment plan)

[mandatory: post-

operative MDT]

continue/ change 

treatment

end of treatment

no suspicion OR 

no histological 

confirmation of 

peritoneal 

carcinomatosis

pancreatic cancer 

not confirmed OR 

rare histological 

findings

metastases/ 

locally advanced 

pancreatic 

carcinoma; 

histologically 

confirmed 

peritoneal 

carcinomatosis 

(by laparoscopy)

incomplete 

staging

complete staging

CCCN entry treatment 

planning

treatment | 

palliative care | 

end-of-life care

rehabilitation

supportive care

follow-up end of CCCN carediagnosis and 

staging

network 

entry

diagnosis treatment 

planning

curative treatment

palliative treatment and end-of-life 

care

supportive care / rehabilitation

follow-

up

end of 

net-

work 

care

patient activities



Value of Patient Pathways for CCIs
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• The ‘glue’ for CCI partner collaboration
• Aligns all partner organizations on common processes
• Clarifies who does what, when, and how (roles are clear)
• Bridges gaps between specialties and care sectors along the whole patient journey
• „Backbone“ of care, integrating accompanying elements / documents

• Decreases variations in care
• Makes expectations clear when it comes to care provision in the CCI
• Documentation will help new staff to get on board

• Improves communication and handovers
• Reduces friction at sectoral and institutional interfaces
• Reduces redundancies and miscommunications
• Ensures patients don’t “fall between the cracks”

• Strengthens patient-centeredness
• Makes the care process transparent and predictable
• Supports informed decision-making and patient education



Potential Patient Pathway Capacity Building (CB) Issues
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Patient

Pathway
CB

Issues

Communication

Resistance to change

Collaboration & commitment

IT and data interoperability

Complex stakeholder involvement

Resources

Explaining the concept of pathways, starting the 
conversation, unclear milestones, and weak inter-
institutional communication >> How to address: open 
communication, agree on communication strategy 
and common understanding of pathway concept Staff hesitant to adopt new approaches; clinicians 

and professionals show reluctance or lack of 
motivation without clear benefits. How to address: 
actively highlight the long-term value and engage 
staff from the start

“Not all in"; insufficient collaboration and coordination among 
stakeholders >> How to address: shared commitment and clarity 
on roles and responsibilities in the CCI and along the pathway.

Shortage of staff and time to engage in pathway 
development, uneven distribution of resources in 
CCI, existing workload, lack of incentives >> How 
to address: dedicated pathway responsibility, 
pathway coordinator in the CCI, show added value 
of pathways to CCI membersUnderstanding

Lack of shared understanding and standardized 
approaches; unclear what to focus on: which patient 
groups, which settings; the concept of "pathway" 
itself is hard to convey or operationalize >> How to 
address: trainings on pathway concept and 
development method, shared understanding, core 
development group and project planning 

Integrating data across different systems;
fragmented IT solutions in regions block 
smooth implementation; barriers to data 
sharing between institutions >> How to 
address: agree on using interoperable systems 
and pathway implementations

Many actors involved, with unclear roles; difficulties in navigating interfaces 
between different pathway phases (e.g., transitions). >> How to address: 
project organization and core development team with defined, agreed 
responsibilities, pathway as central “backbone” of care and integrate 
accompanying elements, e.g., SOPs, checklists, tumour board minutes 

Introduction to Patient Pathways



Patient Pathway Resources – CCI4EU Resource Centre

https://resources.cci4eu.eu/
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Patient Pathway Resources – CCI4EU Resource Centre

7

Topics
• Pathway development
• Pathway templates
• Multidisciplinary teams
• Patient guides
• Pathway coordinators
• (Molecular) tumor boards
• Self-assessments
• Team building
• Patient engagement
• Pathway evaluation

…and more to come!

Introduction to Patient Pathways



Patient Pathway Resources – Pathway Tool & Repository
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https://cci4eu.modeler.helict.eu

Introduction to Patient Pathways



Together, let’s continue paving the (path)way for CCIs!

Research Group 
Digital Health

Peggy Richter
Postdoctoral Researcher 
Research Group Digital Health
TUD Dresden University of Technology

helict system engineering GmbH

peggy.richter@helict.eu
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