Program Organization
Models of Cancer Care (MODEL-CARE)
A Comprehensive Symptom Science Research Program

MODEL-CARE 2017-2026

Head of program
Mary Jarden

Coordinating secretary

Advisory Board
National Professors: Mogens Hgrder, Lis Adamsen, Per Sjggren,
Helle Timm, Ulrik Lassen og Pernille Envold Bidstrup
International Professor: Loretta Williams

The MODEL-CARE Management Group

Sanne Glargaard Rasmussen

Mary Jarden, Karin Piil, Dorthe Overgaard
Dorte Nielsen, Lars Kjeldsen

Steering Committee
Helen Bernt-Andersen, Mette Rosendal Darmer, Birgitte
Grube, Marlene Willemann Wiirgler, Lise Bjerrum Thisted,
Maiken Hjerming, Grete Baad Holdt Brorholt

Work Package 1

Patient Ambassador Support (PAS)
for newly diagnosed adult cancer
patients and caregivers during cancer
treatment — a feasibility trial

2017 — 2020 & Implementation - 2022

Work Package 2

Engaging the older cancer patient by
Patient Activation through Counselling,
Exercise and Mobilization (PACE-
Mobil) - a randomized trial

2017 — 2021 & Implementation - 2022

Work Package 3

Addressing early and late Cancer-Related
Symptoms (CARES) in patients with neuro-
oncological disease— a feasibility trial

2017 — 2021 & Implementation - 2022

Work Package 4

Needs assessment and decision-making
tool (NEAT-decision) integrated in clinical
practice to enhance patient involvement in
Head and Neck Cancer Rehabilitation

— a randomized controlled trial

2017 — 2021 & Implementation - 2022

Work Package 5

Family Caregiver Support (FAMCARE)
for caregivers of patients with
hematological malignancies during
cancer treatment — a feasibility trial

2019 — 2022 & Implementation - 2023

Daily project management group

Project Group

Kristina Holmegaard Ngrskov PhD
student, Dorthe Overgaard, Kirsten
Lomborg, Lars Kjeldsen, Mary Jarden
BA nursing students & MScN student

International specialist
Karen L Syrjala PhD — Fred
Hutchinson, Seattle, USA
Cancer Research, UK (CRUK)

Project Group

Marta Kramer Mikkelsen PhD student*,
Dorte Nielsen, Cecilia Margareta Lund,
Physiologist, Mary Jarden

BA nursing students & research student

Project Group

Karin Piil Postdoc, Hans Skovgaard, Jane
Skjgth-Rasmussen, Mary Jarden

BA nursing students

Project Group

Annelise Mortensen Ph.D. student’,
Simon Neave Rogers, Irene Wessel,
Mary Jarden

BA nursing students

International specialist

Joachim Wiskemann PhD National
Center for Tumor Diseases
Heidelberg, Germany

International specialist
Loretta Williams PhD
MD. Andersen Cancer Center,Texas, USA

Project Group

Iben Husted Nielsen Ph.D student,
Karin Piil, Kirsten Grgnbaek, Lars
Kjeldsen, Mary Jarden

BA nursing students and MHSc student

International specialist

Simon Neave Rogers PhD
University Hospital Aintree, Liverpool
England — Sally Thorne - Canada

International specialist
Valerie Shilling PhD psychology
University of Sussex, England

MODEL-CARE management group has joint responsibility to ensure that all projects are managed and carried out according to the written protocols, time schedules, budgets, research ethics and policies.
Advisory board members are renowned scientists (within symptom management, patient involvement, rehabilitation and palliation) that will ensure high international research standards.
Steering committee members hold leadership positions and will make certain that MODEL-CARE is carried out within the interests and goals set by their institution, clinical practice and national strategies for cancer patients.
Daily project management group consists of the four main investigators of each project, the statistician and head of program. The group will meet to discuss and plan common research agenda.

Project group for each MODEL-CARE project will take joint responsibility for the daily execution of the project.
International specialists will share expertise and supervise the project group that they are affiliated with.

** Bachelor nursing students from University College Copenhagen (UCC) will be linked to each project through the bachelor elite and talent program under the supervision of UCC faculty
***Masters in Health Science, Masters in Nursing, Masters in Public Health linked to projects
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Work Package 6

Home Chemotherapy Program for
Children with Leukemia and Cancer —
an ethnographic observation study
and feasibility trial INTACTatHome)

2020 - 2023

Work Package 7

Systematic nurse-led consultations
based on electronic patient-reported
outcomes among women with ovarian
cancer during chemotherapy
(CONNECT) - clinical controlled trial)
2021-2024

Work Package 8

Symptom Identification and Management in
Patient care in hematological outpatient
clinic (SIMPly-CARE)- Randomized
controlled trial

2021-2024

Work Package 9 Work Package 10

Patient Activation through Counseling and Sexual Health in Patients with

Exercise - Acute Leukemia PACE-AL trial Hematologic Malignancy (SEX_HEM) -
-Exploratory analysis symptoms, Sexual symptom assessment and
-Systematic review and meta-analysis of management in a national context
exercise in older patients with

hematological disease. 2020-2022 2021 — 2025

Daily project management group

Project Group

Louise Ingerslev Roug_PhD student
Lisa Lyngsie Hjalgrim, Ayo Wahlberg,
Mary Jarden, Helena Hansson

Project Group

Mille Christensen PhD student

Karin Piil, Mansoor Raza Mirza, Mary
Jarden, Helle Pappot

International specialist
Under consideration

Project Group

Maja Pedersen PhD student

Maria Torp Larsen, Brian Thomas Kornblit,
Kirsten Lomborg, Mary Jarden

MHSc student

Project Group Project Group
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International specialist
Manuela Eicher Professor Universitet de
Lausanne, Schweiz

International specialist
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International specialist International specialist

Tone Rustgen Professor University of Jean C. Yi, PhD & Karen L. Syrjala,
Oslo & Joachim Wiskemann PhD National PhD Fred Hutchinson Cancer Research
Center for Tumor Diseases Center, Seattle USA
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Work Package 11

Prototype Symptom Care Model
(PRO-SYMPTOM CARE) - A cohort
longitudinal observational study

2021 - 2026

Work Package 12

Living with increased genetic risk of
hematological malignancy — a
qualitative study of patients’
perspectives

2020 - 2022

Work Package 13

BELIEVE@BC - better life even after breast
cancer - a feasibility study

2021-2025

Project Group:
Mary Jarden PhD, Karin Piil PhD &
Anders Tolver PhD

Project Group

Helle Egeberg Hother forsknings-
assistent, Kirsten Grgnbaek, Lone
Smidstrup Friis, Mette Klarskov
Andersen, Line Nicolaisen, Maria Torp
Larsen, Mary Jarden

Work Package 14

Compassionate communication and
advance care planning to improve end of
life care in treatment of hematological
disease (ACT) - A cluster randomized
controlled study

2022-2025

Work Package 15

Counteracting Sarcopenia in Patients
with Malignant Lymphoma undergoing
Chemotherapy Treatment

2021-2024

Daily project management group

Project Group

Trine Lund-Jacobsen PhD student
Peter Schwarz, Karin Piil, Helle Pappot,
Gabriella Martino

Project Group

Ceecilie Borregaard Myrhgj Ph.D. student,
Annika von-Heymann, Stine Novrup
Clemmensen, Mary Jarden, Christoffer
Johansen

International specialist:
Tone Rustgen Professor, University
of Oslo

International specialist
Under consideration

International specialist
Gabriella Martino professor, Messina
Universitet, Italien

Project Group

Charlotte Grgnset PhD student, Mary
Jarden, Jan Christensen, Martin
Hutchings, Charlotte Suetta

International specialist
Under consideration

International specialist
Under consideration
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Work Package 16

Family-focused care to increase
quality of life for patients with
pancreatic cancer and their caregivers
— FAM-PAC research program

2023-2026

Work Package 17

Senfglger efter stamcelletransplantation

2022-2023

Work Package 18

A volunteer co-facilitated ’patient and
caregiver support zone’ for patients with
malignant hematological disease and their
caregivers - A feasibility study

Project Group:

Marta Kramer Mikkelsen ph.d.,

postdoc, Mary Jarden, Dorte Nielsen,
Thordis Thomsen, Anders Vinther, Julia
Johansen, Inna Chen, Karin Piil,
Kathrine Pii

Project Group

Mette Engedal cand.scient.san, Mary
Jarden, Ann-Mari Berthelsen, Kristina
Holmegaard Ngrskov, Henrik Sengelgv,
Brian Kornblitt

International specialist:

International specialist

Daily project management group

Project Group
Iben Husted Nielsen, ph.d., postdoc, Mary
Jarden, Karin Piil, Lars Kjeldsen,

International specialist




