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Context & The Challenge

Fragmented care

Patients navigating complex pathways across multiple departments 
and providers, with unclear handovers and duplication.

Information gaps

Lack of clear timelines, roles and next steps created anxiety and 
uncertainty throughout the cancer journey.

Coordination burden

Multidisciplinary teams needed a structured, shared framework to 
align, communicate and plan care holistically.

Swedish National Framework

National Cancer Strategy
Provides the overarching direction for person-centred, equitable cancer care

Regional Cancer Centres (RCC)

Translate national strategy into regional guidelines and structured pathways

Standardised Care Pathways

Define the clinical steps, timelines and responsibilities for each cancer type

Digital Health Integration

Enables shared care plans across providers and patient access via digital 
platforms

Contact Nurse

Drawing on Harold Freeman´s Harlem program, Sweden established the 
Contact Nurse role nationally in 2012.



The Contact Nurse

Primary point of contact throughout the entire 
cancer journey

Clinical coordinator · Patient advocate · Continuity anchor

Updates and coordinates My Care Plan with the patient

Monitors waiting times and flags delays in the pathway

Bridges communication across the multidisciplinary team

Provides psychosocial, practical and emotional support

Ensures continuity across all care transitions

1,500–1,800 contact nurses across Sweden  ·  New national job description established 2025



My Care Plan

"A personal overview of the cancer journey — for every patient."

Personal & structured

Tailored to the individual. Covers diagnosis, treatment, timelines, patient rights, 
self-care and support.

Digital + paper access

Available via 1177 e-services and in print — no patient is excluded.

Shared decision-making

Developed together with the patient and the contact nurse.

Continuity

Updated throughout the pathway — one document that follows the patient.

100,000+ care plans started nationally in Sweden since digital launch in 2020



How They Work Together

Contact Nurse

Coordinates care plan with patient

Monitors pathway & waiting times

Bridges MDT communication

Provides psychosocial support

The Patient

Has a clear care plan

Knows who to contact

Is involved in decisions

Feels informed and secure

My Care Plan

Structures the journey

Documents examinations & treatment

Records timelines & next steps

Shared digitally or on paper

⟷ ⟷

Together these practices deliver:  Transparency  ·  Shared Decision-Making  ·  Continuity of Care  ·  Person-Centred Support



Assessment of Rehabilitations Needs (ARNC)/ Hälsoskattningen 

ARNC identifies who needs what —



Equity in Cancer Care — The Right Support for Each Patient

Not every patient needs the same — but every patient deserves what they need.

ARNC identifies who needs what —
The contact nurse ensures in the team that the right patient gets the right support at the right time.
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Impact & Evidence

Assessment of Rehabilitation Needs in Cancer (ARNC) — Hälsoskattningen

Scale & reach

11,658 unique patients assessed (2021–2025)

527 → 4,027 patients per year — consistent growth

14,837 total assessments completed

What the data shows

14% of patients flag significant needs — enabling targeted follow-up

32% report fatigue as a distressing problem

19% report anxiety or worry

Patients complete the assessment digitally — responses transfer automatically to the medical record.

Patient experience (PREM) — Theme Cancer, last 12 months:   
Information 95.2%  ·  Involvement in decisions 88.1%  ·  Overall experience 96.5%  (hospital average 93.8%)

Physical Mental

Social Existential



Critical Success Factors

National & Regional Framework

The Swedish Cancer Strategy and RCC guidelines provides a shared 
direction, common goals and accountability across all centres.

Nurse Ownership

Contact nurses takes genuine responsibility for using, updating and 
following up the care plan together with the patient — not a task 
delegated from management.

Flexible Design

My Care Plan is structured yet adaptable to individual patient needs —
making it practical without becoming rigid or bureaucratic.

Digital + Paper Access

Dual format ensures accessibility for all patients regardless of digital 
literacy or access, leaving no one behind.

Patient Involvement

Co-developing the care plan with the patient strengthens trust, 
engagement and a genuine sense of partnership in care.

Outcome Measurement
Capturing patient reported outcomes and experiences keeps care 
person-centred and gives teams the evidence to keep improving.



Next Steps & Future Development

Standardise the Contact Nurse Role

Align role descriptions, training and 
responsibilities across all Cancer Theme 
departments — ensuring equal, high-quality 
and person-centred care throughout the cancer 
pathway.

NOW

Integrate Hälsoskattningen

Embed ARNC as a structured, mandatory 
element of cancer rehabilitation — enabling 
systematic screening of physical, mental, social 
and existential needs at every stage.

NEXT

Evaluate & Improve

Systematic evaluation of patient-reported 
outcomes, continuity of care metrics, and how 
well rehabilitation needs are identified and 
addressed over time.

FUTURE

Strengthen the Contact Nurse 
profession
Clearer role descriptions and continued 
training — aligned with 2025 national RCC 
guidelines.

Use PREM/PROM to drive 
improvement
Patient-reported data as a systematic 
feedback loop for quality improvement across 
teams.

Share learnings through  networks

Engage with to exchange experiences and 
build on each other's practice.



Voices from healthcare and patients

”My Care Plan helps
me explain complex
things in a clear and 

accessible way”

”Whenever I have
questions about my 
cancer, I can find the 

answer or send a 
message. I got a reply

the very next day. That 
made me feel safe. ”

”Swithching to My Care 
Plan required less 
adjustment than

expected – it was worth
it. It raises the quality of

our information.” 

”No more waiting
on hold. I can read 
my information 
digitally, whenever I 
want – and that´s
great.”



From our experience — perhaps useful for yours

1 Start simple — it does not have to be digital Paper-based care plans work and deliver value. Digital integration can come later. 

2 Give nurses real ownership The Contact Nurse role works when nurses genuinely own it — not when it is 
imposed top-down. Clinical champions make it stick.

3 National mandates help — but local culture 
decides

A formal framework accelerates adoption, but local clinical champions and clinics
culture determine whether the practice is truly embedded.

4 PROM tools like  ARNC (Hälsoskattningen) move care from transactional to genuinely 
person-centred — addressing needs beyond the tumour.

5

Holistic assessment transforms care quality

Involve the patient from day one Care plans only work when developed with the patient, not for the patient. Co-
development builds trust and makes the tool meaningful.

Lessons learnt



Thank You
Contact Nurse & My Care Plan at Karolinska CCC

Berit Sunde
Nurse Director, Cancer Theme
Karolinska Comprehensive Cancer Centre  |  Region Stockholm
berit.sunde@regionstockholm.se

Questions welcome!


