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Introduktion til populationen

« 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 * * Zelenikova et al, 2015;
Langbecker et Yates 2015; Lucchiari et al 2015; Piil et al 2018, Eur J Cancer Care. @
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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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At undersgge gennemfgrbarheden og
fordele ved familie- og netvaerkssamtaler Nlll“S(‘S

and ..,
som systematisk identificerer og Falllllles

adresserer patienters og de pargrendes
udfordringer og bekymringer pa en side og
deres ressourcer og muligheder pa den
anden side

A Guide to Family Assessment
and Intervention

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.

¢ Nal‘l’atlve/StOI‘yte”Ing - V£rd|fU|dt for a”e (Roebotham, Hawthornthwaite, Lee,
& Lingard, 2018).

* Familien som et system
« Calgary Family Assessment Model (CFAM)
« /Andringer af overbevisninger (Beliefs and Iliness)

Haemmende forestillinger kan ved
hjeelp af refleksion forandres og
give plads til mere

"Vores overbevisninger skabes og
egendres igennem interaktion med

andre”.
L. M. B. Wright, J.M (2009).

falelsesmaessig lettende og

brugbare forestillinger” & u. senzein, m;
Saveman, B, 2017).

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



1-ars HGG behandlingsforlgb og CARES Interventionsplan
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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 Laegaard og Henriette Berthel
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Data

Groups

Time

CARES Design og dataindsamling; kohorte

Baseline (n=21):
Clinical Assessment
Tool, The
Demographic
Information Sheet,

Performance

status, Leisure-time

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

Scale

Interventionsnurses Education March-June 2018 and ongoing

6 months recruitment
of Control Group
(CG)

N=21

Usual Care 12 months SLUT OKTOBER 2019

01.04.2018 01.10.2018 01.04.2019 01.10.2019

01.04.2020



Consort diagram for kohortgruppen CARES

Patients screened Not-eligible patients (n=51)

(n=97) Reduced cognition/Aphasia (n=34)
Not PMBT (n=8)
Terminal/palliative (n=3)

— Do not read or speak Danish (n=2)
Dead (n=2)

1 Dyslexia (n=1)

No family (n=1)

Eligible patients
(n=46)

Patients declined participation (n=25)

g 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 :E, Caregivers
(n=21) consented (n=26)




Data

Groups

Time

CARES design og dataindsamling; intervention - STINE

Baseline (n=20): PRO (week 5, 28, 40, 52): HADS, FACT-Br, MDASI-BT, ICE-
Clinical Assessment EFFQ, the ICE-FPSQ. Family: Caregiver burden Scale
Tool, The

Baseline (n=20): Demographic Interviews after Family consultations No Il

Clinical Assessment Information Sheet,

Tool, The Performance status,

Demographic Leisure-time physical

Information Sheet, activity Focus Group Interview

Performance status, guestionnaire (nurses)

Leisure-time physical

activity PRO (week 5, 28, 40, 52): HADS, FACT-Br, MDASI-BT, ICE-

guestionnaire EFFQ, the ICE-FPSQ. Family: Caregiver burden Scale

Nursing BA students at Metropolitan University College

Interventionsnurses Education March-June 2018 and ongoing

6 months recruitment of
Intervention Group (IG)

N= 20 families
6 months recruitment Family intervention 12 months (22 oct)
of Control Group (CG)
N=20

Usual Care 12 months

01.04.2018 01.10.2018 01.04.2019 01.10.2019 01.04.2020



Consort diagram for Intervention Group

Patients screened
(n=46)

Eligible patients
(n=15)

/ Not-eligible patients (n= 31}\

Reduced cognition/aphasia (n= 7)
Not PMBT (Primary Malignant
Brain Tumor) (n=12)
Terminal/palliative (n=5)

Do not read or speak Danish (n= 3)
Dead (n=0)

Ord blind (n=0)

Psykisk sygdom (n=3)

No family (n=0)

\ Afstar fra behandling ( n= 1) /

Patients declined participation (n= 8)
Lacked motivation/too emotionally overwhelmed (n= 7)
Lost to follow up (n=0)

Nej-sigere efter samtykke (n= 1)

~

Patients consented
(n=7)

+ Caregivers consented

(n=16)
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Spargeskemaer

« 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 Famlly Functlonlng
Questionnaire (ICE-EFFQ) ; TR

« The Caregiver Burden Scale
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Calgary Family Assessment Model (CFAM)

Family composition
Gender

Sexual orientation
Rank order
Subsystems
Boundaries

Internal

Extended family
Structural External Larger systems
Ethnicity
Race
Context Social class
Religion and/or spirituality

Environment
Stages

Family
assessment Developmental Tasks

Attachments
Instrumental Activities of daily living

Emotional communication

Verbal communication

Nonverbal communication
Expressive Circular communication

Problem solving

Roles

Influence and power

Beliefs

Alliances and coalitions

Functional
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Hvilke forventninger har | til samtalen i dag?

Hvad vil | gerne tale om i dag? Hvad er vigtigt for Jer at fa talt om?

Hvis | havde et spgrgsmal som | gerne ville have besvaret i dag, hvad ville det sa veere?
Sp@rgsmal

Hvad er jeres stgrste bekymring? Hvilken fglelse er den mest gennemgribende/ steerkeste?
Hvad giver dit/jeres liv mening i denne tid?

Hvordan oplever du/| at jeres familie er pavirket af sygdommen?

Hvilke tanker har |/ forestillinger (om fremtiden)? Hvad haber du pa? Hvad forventer du?

Hvordan er den enkeltes helbredstilstand? (muligheder)

Huvnrdan har det navirket iarec familie at X er hlevet cus?

Ref: Hastings and Redsell, The good consultation guide for nurses; Smiths et al. Patient-Centered Interviewing; Benzein et al. Att Méta Familjer inom
vard och omsorrg. Andersen, Reflekterende processer;
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14" International
Family Nursing Conference

* 14th International Family Nursing
Conference (IFNC14) - Washington,
DC, USA, August 13 - 16, 2019

i1 Social Determinants
E-Y  of Family Health:

i Expanding Family
Nursing Capacity

August 13-16, 2019

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

- Lyon, France @ E A N 0

 Society for Neuro-Oncology (SNO)
Annual Meeting 2019. Nov 20 - 24,
2019




CARES er stgttet gkonomisk af:
Novo Nordisk Fonden under forskningsprogrammet Model of
cancer Care som bestar af tre ph.d.-studier (PACE-Mobil,

PAS, NEAT-decision) og 1 postdoc projekt (CARES)




