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Introduktion til populationen

Faculty of Health and Medical Sciences

CIRE

• Kompleks symptombyrde
• Globale cerebrale og fokale symptoms og 

neurokognitive deficits
• Psykosocialt

• Behandlingsregime
• Bivirkninger

• Prognose

Ref.:* Madsen, 2011; Piil et. al. BMJ Support Palliat Care, 2014; Sherwood et al. 2008, 2015 * * Zeleniková et al, 2015; 

Langbecker et Yates 2015; Lucchiari et al 2015; Piil et al 2018, Eur J Cancer Care.  
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Hjælp til at få, 
bevare eller 
redefinere 
håb og 
diskutere håb 
med de 
professionelle

Praktisk hjælp 
og støtte fra 
familie og 
venner
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Hjælp og viden 
til at håndtere 
det nye ansvar 
og opgaver

Opmuntring fra 
de 
professionelle 
og 
anerkendelse af 
deres rolle som 
en væsentlig 
ressource
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Facilitere 
strategier for 
livsplanlægni
ng

Advance care
plan

Værdsætte 
den 
gensidige 
støtte 
mellem 
patient og 
pårørende 

Piil et al 2018, Eur J Cancer Care; Piil & Jarden 2018, Neuroscience Nurses; Piil et al. 2018 BMJ Supportive & Palliative Care
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Formål

At undersøge gennemførbarheden og 

fordele ved familie- og netværkssamtaler

som systematisk identificerer og 

adresserer patienters og de pårørendes 

udfordringer og bekymringer på en side og 

deres ressourcer og muligheder på den 

anden side 
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Ref.: Piil et al., Europ Jr. of Cancer Care 2018; Piil et al., Jr. of Neuro-onc. 2015 .; Wright and Leahey, 2009
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Teorier eks.

• Narrative/Storytelling - Værdifuldt for alle (Roebotham, Hawthornthwaite, Lee, 

& Lingard, 2018). 

• Familien som et system 

• Calgary Family Assessment Model (CFAM)

• Ændringer af overbevisninger (Beliefs and Illness)
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”Vores overbevisninger skabes og 
ændres igennem interaktion med 

andre”. 
L. M. B. Wright, J.M (2009).

Hæmmende forestillinger kan ved 
hjælp af refleksion forandres og 

give plads til mere 
følelsesmæssig lettende og 

brugbare forestillinger” (E. H. Benzein, M.; 

Saveman, B, 2017). 

E. Benzein, Olin, & Persson, 2015; Wright and Bell 2009; L. Wright, M, 2013



Study Evaluation

FCI I NEU 
2-4 w 
post opr.

FCI II 
ONC 18-
20 w 
post opr.

1-års HGG behandlingsforløb og CARES Interventionsplan

3rd cycle 6 th cycle

Week 1-2 Week 50-52Week 5-6 or week 6-8 Week 28-30 Week 40

FCI III 
ONC 24-
26 w 
post opr.

Telephone 
interview 
post FCI II

Test I 
Baseline

Test II 
Week 10 

Test III 
Week 30

Test II 
Week 52

Study Intervention
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Interventions-sygeplejersker; Rigshospitalet

• Neurokirurgisk: Kathrine Veronika Karlsson og Mette Bruun-

Pedersen

• Onkologisk: Louise Nygreen, Kirsten Grunnet, Mail Lyhne 

og Christina Neumann

• Forskningsassistenter: Stine Lægaard og Henriette Berthel
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Education
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01.04.2018 01.10.2018 01.04.2019

6 months recruitment 
of Control Group 
(CG)
N=21

Interventionsnurses  Education March-June 2018 and ongoing

Usual Care 12 months SLUT OKTOBER 2019

Baseline (n=21): 
Clinical Assessment 
Tool, The 
Demographic 
Information Sheet, 
Performance 
status, Leisure-time 
physical activity 
questionnaire

01.10.2019 01.04.2020

CARES Design og dataindsamling; kohorte

PRO (week 5, 28, 40, 52): HADS, FACT-Br, MDASI-BT, 
ICE-EFFQ, the ICE-FPSQ. Family: Caregiver burden 
Scale



For at ændre ”Enhedens 
navn” og ”Sted og dato”:

Patients screened  
(n=97)

Not-eligible patients (n=51) 
Reduced cognition/Aphasia (n=34)
Not PMBT (n=8)
Terminal/palliative (n=3)
Do not read or speak Danish (n=2)
Dead (n=2)
Dyslexia (n=1) 
No family (n=1)

Eligible patients 
(n=46)

Patients declined participation (n=25)
Lacked motivation/too emotionally overwhelmed  (n=17)
Lost to follow-up (n=6)
Lost to follow-up after signed informed consent (n=2)

Patients consented 
(n=21)

Consort diagram for kohortgruppen CARES 

Caregivers 
consented (n=26)
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01.04.2018 01.10.2018 01.04.2019

6 months recruitment 
of Control Group (CG)
N=20

Interventionsnurses  Education March-June 2018 and ongoing

Usual Care 12 months

Baseline (n=20): 
Clinical Assessment 
Tool, The 
Demographic 
Information Sheet, 
Performance status, 
Leisure-time physical 
activity 
questionnaire

01.10.2019

Family intervention 12 months (22 oct)

01.04.2020

6 months recruitment of 
Intervention Group (IG)
N= 20 families

Interviews after Family consultations No II

PRO (week 5, 28, 40, 52): HADS, FACT-Br, MDASI-BT, ICE-
EFFQ, the ICE-FPSQ. Family: Caregiver burden Scale

Baseline (n=20):
Clinical Assessment 
Tool, The 
Demographic 
Information Sheet, 
Performance status, 
Leisure-time physical 
activity 
questionnaire

PRO (week 5, 28, 40, 52): HADS, FACT-Br, MDASI-BT, ICE-
EFFQ, the ICE-FPSQ. Family: Caregiver burden Scale

CARES design og dataindsamling; intervention - STINE 

Nursing BA students at Metropolitan University College 

Focus Group Interview 
(nurses)
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Spørgeskemaer
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• The M.D. Anderson Symptom Inventory-Brain Tumour Module 
• The Hospital Anxiety and Depression Scale (HADS)
• The Functional Assessment of Cancer Therapy, General (FACT-G) and 

Brain (FACT-Br)
• Leisure-time physical activity level
• The ICE Family Perceived Support Questionnaire (ICEFPSQ)
• Psychometric development of the Iceland-Expressive Family Functioning 

Questionnaire (ICE-EFFQ)
• The Caregiver Burden Scale
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Calgary Family Assessment Model (CFAM)
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Ref: Hastings and Redsell, The good consultation guide for nurses; Smiths et al. Patient-Centered Interviewing; Benzein et al. Att Möta Familjer inom

vård och omsorrg. Andersen, Reflekterende processer; 
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• 14th International Family Nursing 
Conference (IFNC14) - Washington, 
DC, USA, August 13 – 16, 2019

• EANO 2019 - 14th Meeting of the 
European Association of Neuro-
Oncology. September 19-22, 2019 
- Lyon, France 

• Society for Neuro-Oncology (SNO) 
Annual Meeting 2019. Nov 20 - 24, 
2019 
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CARES er støttet økonomisk af:
Novo Nordisk Fonden under forskningsprogrammet Model of 
cancer Care som består af tre ph.d.-studier (PACE-Mobil, 
PAS, NEAT-decision) og 1 postdoc projekt (CARES)


