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Transplantasjonsvirksomheten

* Ett nasjonalt senter i NorFe —to avdelinger
thoraxkirurgen og transplantasjonskirurgen
e Transplantasjonstall 2022:
* 229 nyrer
e 181 avded giver
* 43 levende giver
* 2 kombinert lever/nyre
* 3 kombinert nyre/pankreas
e 92 lever
* 89 single lever
» 2 Lever/nyre
* 1 living donor lever
* 4 pankreas
e 1 single pankreas
* 3 Nyre/pankreas
* 1 gyceller
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Transplantert = frisk?

* «En generell oppfatning i
befolkningen, er at det settes
likhetstegn mellom det a bli
transplantert og det a bli frisk»

| .; * Hva betyr det egentlig a bli
A transplantert?
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Forventet forlgp pa nyretx

DAG 0: Innkomst og
operasjon. Ulikt med
familiedonor og
avded giver. Egen
intermedizerstue

DAG 1: Mobilisering,
smertestillende,
kvalmestillende

DAG 2: Forts
mobilisering,
smertestillende,
laxantia og generelt
«komme i gang»

(uten komplikasjoner)

DAG 5: Undervise
andre runde og legge
dosett

DAG 4: Undervise

DAG 3: Seponere div
utstyr — komme mer i
gang og FA PERMEN!

DAG 6: Siste
undervisning og siste
dosett

DAG 7: Utreise (hjem

eller pasienthotellet).

Utreisesamtale!
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Behov for opplaering?

* Transplantasjonen er en fantastisk
start, men bare en begynnelse....

* Opplaeringen legger grunnlag for
videre gevinst av
transplantasjonsvirksomheten

* Ngdvendigheten av
Easientundervisning til pasienter med
ronisk sykdom blir understreket bade
i «Lov om Spesialisthelsetjenesten»
(LOV-1999-07-02-61) og
«Pasientrettighetsloven» (LOV-1999-
07-02-63)

O Oslo
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Opplaering av pasient og pargrende er en av
vare fire hovedoppgaver

Helse Sar-@st RHF skal serge for at helseforetakene gir pasienter og parerende opplaring
som kan bidra til a handtere sykdom og fremme helse i hverdagen. Opplaring av pasient
og parsrende er en av vare fire hovedoppgaver.

Helseforetakene skal tilby opplaering av pasienter og parerende innenfor somatikk, psykisk
helsevern og rusbehandling. Tilbudene utvikles i et likeverdig samarbeid mellom
fagpersoner og pasienter og parerende.

Opplaering gis bade individuelt og i grupper, og tilbys personer med en bestemt diagnose
eller kan vaere diagnoseuavhengig.

C Oslo
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Hva er det egentlig pasientene vare

forventer av en nyret

ransplantasjon?

Format Abstract - Send to »

EM.J) Open. 2018 Jun 228(6)¢021275. doi: 10.1136bmjopen-2017-021275.

Older kidney transplantation candidates' expectations of improvement in life and heaith following
kidney transplantation: semistructured interviews with enlisted dialysis patients aged 65 years
and older.

Lenning K'<, Midivedt K', Heldal K32, Andarsen MH'4.

+ Author information

Abstract
OBJECTIVE: The aim was to study the expectations of improvement in Iife and health following kidney
wait-listed patients 265 years with end-stage kidney disease

(KTx)inap of

DESIGN: Qualitative research with individual in-depth interviews

SETTING: Patients on dialysis enlisted for a KTx from a deceased donor were included from an ongoing study of older patients' perspectives
on KTx. Qualitative face-to-face interviews were conducted in a safe and familiar setting, and were analysed thematically using the theoretical
framework of lifespan.

INFORMANTS: Fifteen patients (median age 70 years, range 65-82) from all parts of Norway were interviewed. Informants were included
consecutively until no new information was gained

RESULTS: Two main themes were evidenl: receiving a kidney is getting life back and grasp the chance. In addition, the themes hard to loose
capacity and strength’, 'reduced freedom’ and Tife on held' d ibed the actual si and thereby illumil d the infi | exp 3
The informants tried to balance positive expectations and realism towards KTx, and they were hoping to become free from dialysis and to live
a normal life.

CONCLUSION: This study shows that older KTx ¢ i comprise a group of patients who take individual approaches that
allow them to maintain autonomy and control while waiting for a transplant. This study provides new knowledge about the clder KTx

candid: relevant for cl . patients and researchers.

© Article author(s) (or their employer(s) unless otherwise stated in the text of the article) 2018. All nghts reserved. No commercial use is permitied unless
otherwise expressly granted

KEYWORDS: end stage kidney disease; older renal patients; patient perspettive; qualitative research; renal transplantation

PMID: 20834358 PMCID: PMCE02088S  DOI: 10,1136 0-2017-021275
Free PMC Article

£

Nephrology (Cariton) 2018 May 21. doi: 10.1111/nep.13405. [Epub ahead of print]

Children's experiences and expectations of kidney transplantation: A qualitative interview study.
Walker RC', Naicker D?, Kara T2, Palmer SC34

+ Author information

Abstract

RATIONALE AND OBJECTIVE: Kidney transplantation offers improved quality of life and life expectancy compared with dialysis for children.
This study aims to understand the experiences and expectations of children during the kidney transplantation process to inform clinical care.

STUDY DESIGN: Face-to-face, semi-structured interviews

SETTING AND PARTICIPANTS: We interviewed 13 children and adolescents aged between 7 and 17 years old in New Zealand who had
received a kidney transplantation.

ANALYTICAL APPROACH: We conceptualised the findings using thematic analysis with inductive coding.

RESULTS: We identified three major themes: transplant as the goal (the only real treatment and escaping dialysis); dealing with negative
emotions (coping with anxiety and fear, guilt for siblings and burden of parent as donor); and enhancing understanding and knowledge
(individualised education and reassurance from peer support)

LIMITATIONS: Study conducted in New Zealand therefore, the transferability of findings to other populations is unclear

CONCLUSIONS: Children and adolescents view transplantation as freedom from dialysis and return to a more normal life. Children focus on
the positive aspects of transplantation to reduce anxiety and be reassured in the face of uncertainty. Complex emotions arise when thinking
about their donor. Children recognise transplantation is not a return to full health and actively seek out ways to self-manage their care, while
remaining anxious about their future. This article is protected by copyright. All rights reserved.

This article is protected by copyright. All rights reserved
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Og hvordan skal vi kunne fylle slike krav?
Opplaering av sykepleiere

e Nyansatte far 6 maneder

opplaering/oppfelgingstid 0G Pk BUIVER
SNBRET SANNERLG

* Pasientundervisning fgrst etter 3 mnd

* Veiledningsdag med undervisnings-
sykepleier f@rst

* Egen behandlingsplan i DIPS Arena som
gar pa tvers av samarbeidspartnere (med
sengepost gastro/nefro og poliklinikken)

» Betydelig del av tiden til spl brukes pa
pasientundervisning

O Oslo .
universitetssykehus b



Innholdet i pasientopplaeringen

Skriftlig informasjon Praktiske gvelser
* Immundempende medisiner * Fgring av dagbok
* Medisintider * Temperatur
. * Drikke
* Avstgtningstegn e Diurese
* Forebygging av bivirkninger * Vekt
* Kostveiledning * Dosett

Infeksjoner, vaksiner, immunforsvar,
hudbeskyttelse, reiseliv, alkohol,
royk/snus, samliv og seksualitet,
helsekost, sosiale medier, nettvett.....

O Oslo
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Pasientens ulike behov

* Store ulikheter i forhold til egen
kapasitet

* Darlig etterlevelse etter tidligere
transplantasjon?

Lang tid i dialyse fgr
transplantasjon?

Kan alt?
Gatt nyreskole?
Alder

Oslo
universitetssykehus




Hvordan undervise?

oo e Utgangspunkt i behandlingsplan
| e Skriftlig informasjon
|  Pasienten leser pa egenhand

* Individuelle samtaler (alltid)
* Tolk?
* Pnsker de ha med pargrende?

* Tilpasset undervisning med
skjermet tid og rom

O Oslo
universitetssykehus



Veien videre

 Skriftlig informasjon
* Organspesifikk

* Kortversjon
* Oversatt til ni sprak (pdf pa OUS nettsider)

 Omfattende og grundig

e Stor revidering 2015

* N3, kontinuerlig behovsrevidering
* Til ode og eie

* Pa nett pa OUS nettsider

* Video fra KEF

* @nske om flere videoer

oju

olsewu

Sap|nu

e310 pAu 19 ney Jey wos
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Hva er hensikten? Hva er malet?

aees

* At den som har fatt et nytt organ
skal kunne leve et godt liv

* At pasienten mestrer livet som
transplantert og beholder
organet sa lenge som mulig

* Konsekvensen av darlig
etterlevelse kan bli store

o Oslo
universitetssykehus



Utfordringer for pasienten

e * Nyoperert

| * Forventninger til transplantasjonen

g * Ny livssituasjon, mange endringer
. * Behov for stgtte fra

;7/ | ! pargrende/helsepersonell

| * Klar til a sta pa egne ben?
] e / b * Ny rolle

y &5 * Mye informasjon pa kort tid

O Oslo
universitetssykehus
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Utfordringer for sykepleier

* Mye informasjon som skal gis pa
kort tid

 Krav til effektivitet og individuelle
behov hos pasienten. Hvordan
prioritere?

* Nar er pasienten «utlaert»? Stort
ansvar for aktuell sykepleier

* Behov for mer opplaering
» Kapasitet i posten/ekstra liggedggn

Oslo
universitetssykehus

* Flerkulturelle pasienter

Behov for tolk?

Hvordan kvalitetssikre undervisningen
ved bruk av tolk?

Skriftlig informasjon pa morsmalet?
Ulik sykdomsforstaelse

Har sykepleier nok kompetanse om
aktuelle kultur?




Endret opplegg for pasientundervisning
etter doktorgrad i 2014

* Nytt samarbeid om oppleaering
med nyremedisinsk poliklinikk
hgsten 2014

e Samarbeid og pasientflyt mellom
kirurgisk og medisinsk sengepost

* Felles behandlingsplan og
strukturert opplaering

 Fortsatt kurs pa LMS

C Oslo
universitetssykehus
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Adherence - etterlevelse

ORIGINAL ARTICLE

Evaluation of tools for annual capture of adherence
to immunosuppressive medications after renal
transplantation - a single-centre open prospective

trial

Marte Theie Gustavsen?

. Karsten Midtvedt', Kjersti Lenning™, Thea Jacobsen?,
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Annual assessment of adherence would strengthen long-term outcome
assessments from registry data. The objective of this study was to evaluate
tools suitable for annual routine capture of adherence data in renal trans
plant recipients. A single-centre open prospective trial induded 295 renal
transplant recipients on tacrolimus. Two-thirds of the patients were
included 4 weeks post-transplant, randomized 1:1 to intensive or single
point adherence assessment in the early phase and 1-year post-transplant.
One-third were included 1-year post-transplant during a cross-sectional
investigation. Adherence was assessed using multiple methods: The
“Basel Assessment of Adherence to Immunosuppressive Medication Scale”
(BAASI%'CJ questionnaire was used to assess self-reported adherence. The
treating clinician scored patient's adherence and tacrolimus trough
concentration variability was calculated. In the analyses, the data from the
different tools were dichotomized (adherent/nonadherent). The BAASIS®
overall response rate was over 80%. Intensive BAASIS® assessment eady
after transplantation increased the chance of capturing a nonadherence
event, but did not influence the 1-year adherence prevalence. The adher.
ence tools generally captured different populations. Combining the tools,
the nonadherence prevalence at 1 year was 38%. The different tools identi
fied to a large degree different patients as nonadherent. Combining these
tools is feasible for annual capture of adherence status.

Transplant International 2019;
Key words
adherence, Basel Assessment of Adherence to Immunosuppressive Medication Scale, dinidian's
score, tacrolimus variability

ened: 15 September 2018; Revision requested: 19 October 2018; Accepted: 11 February 2019

universitetssykehus

* Av 403 pasienter som ble
nyretransplantert 2014-2016

* 295 nyretransplanterte inkludert —
ulike grupper og ulik malemetode for
adherence

* 1 ar 38% non-adherence prevalence




Health literacy / Helsekompetanse
Strategier pa flere nivaer - WHO — HOD - OUS
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\'9' universitetssykehus

Strategi for 3 eke helse-
kompetansen i befolkningen

O Oslo
universitetssykehus



Helsekompetanse hos nyretransplanterte

PROGRESS in
Research TRANSPLANTATION RESEARCH ARTICLE

Progress in Transphntation
1-10

Identifying Core Variables Associated S g e The trigger-information-response model:
With Health Literacy in Kidney Transplant - ittt

Recipients S Exploring health literacy during the first six
months following a kidney transplantation

Patient Education and Counseling 104 (2021) 1814-1822

Kari Gire Dahl, RN, MA'2®, Marit Helen Andersen, RN, PhD'?2,
Kristin Hjorthaug Urstad, RN, PhD?, Ragnhild S. F d
Eivind Engebretsen, PhD', and Astrid Klopstad W.

sen'™?, Marit Helen Andersen’'-2"2, Kristin
ah|1,2-=ta

Contents lists available at ScienceDirect

Abstract

Background: A kidney transplantation requires complex self-care sH
Identfying strengths and limitations in different aspects of health literacyf
improve health care. The objective of this study was to identify core vart journal homepage: www.elsevier.com/locate/pateducou
followinga kidney transplantation. Methods: A single-center cross-sect]
recipients answered the Health Literacy Questionnaire (HLQ). Multiy
used to investgate variables possibly associated with the 9 domains of

ces, Institute of Health and Society, Faculty of Medicine,

ht of Transplant Medicine in the Division of Surgery,

slo University Hospital, Oslo, Norway, 3 Department of Quality
Inces, University of Stavanger, Stavanger, Norway

Patient Education and Counseling

scores in “appraisal of health information” and “navigating the healthd . . . . . : f .
understood and supported by health-care providers” and “abiiey  C11aNges in Health Literacy during the first year following a kidney ;.1 ciety, _UnIV_GfSIt'y SOf Oslo, OS|SO, Norway
perceived self-efficacy, transplant-specific knowledge, and general heall} - {ransplantation: Using the Health Literacy Questionnaire s fs: University of Stavanger, Stavanger, Norway

Conclusions: The HLQ provides a more complex picture of streng
knowledge about vulnerable groups following a kidney transplanation.{ 3 1 Gire Dahl®*, Astrid Klopstad Wahl®®, Kristin Hjorthaug Urstad®, Ragnhild S. Falkd,
HL in kidney transplant care. . ab

Marit Helen Andersen®

K * The Department of Transplantation Medicine, Oslo University Hospital, Oslo, Norway

ewords b The Department of Interdisciplinary Health Sciences, Institute of Health and Society, Faculty of Medicine, University of Oslo, Oslo, Norway
health literacy, the health literacy questionnaire, kidney transplantatior| © The Faculty of Health Sciences, Department of Quality and Hedlth Technology, University of Stavanger, Stavanger, Norway

2 Oslo Centre for Biostatistics and Epidemiology, Oslo University Hospital, Oslo, Norway

ARTICLE INFO ABSTRACT

Article history: Objectives: The study aimed to identify changes in health literacy (HL) and associated variables during the
Received 24 March 2020 ) first year following a kidney transplantation.

Received in revised form 25 October 2020 Methods: A total of 196 transplant recipients were included in a prospective follow-up study. The patients

Accepted 28 December 2020 answered the Health Literacy Questionnaire (HLQ) at 5 days, 8 weeks, 6 and 12 months following the

kidney transplantation. Mixed linear models were used to analyze changes in HL and backward
K"YT"‘;“:" elimination was used to identify variables associated with HL.

Health literacy . . Results: Two main patterns of change were identfied: a) HL increased during the first 8 weeks of close
The Health Literacy Questionnaire . . D

Kidney transplantation follow-up and b) in several domains, the positive increase from 5 days to 8 weeks flattened out from 5
Kidney transplant recipients days to 6 and 12 months. Self-efficacy, transplant-related knowledge, and general health were core
Prospective design wvariables associated with HL

Conclusions: Overall, HL increased during the 8 weeks of close follow-up following the kidney —
rransplantation, while 6 months seem to be a more vulnerable phase. Furthermore, low self-efficacy, less |

knowledge, and low self-perceived health may represent vulnerable characteristics in patients.

Practical implications: Future kidney transplant care should take into account patients’ access to and
appraisal of health information and social support, and draw attention to potentially vulnerable groups.

© 2021 The Authors. Published by Elsevier B.V. This is an open access article under the CC BY license
Oslo (http://creativecommons.org/licenses/by/4.0/). o
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Hvorfor er helsekompetanse sa viktig?

Personer med lav helsekompetanse o
sosial isolasjon er i risiko for tidlig dg

Flere sykehusinnleggelser og
reinnleggelser

Gar glipp av dialysebehandling

St@rre bruk av akuttilbud som legevakt
Darligere helse og hgyere dgdelighet
Non-adherence

* Pkte kostnader for helsevesenet
 Sosiale ulikheter

i\

Miller-Matero, Bryce et al. 2016
Smith et al 2017

i
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KnowMAP - Knowledge MAnagement for renal

transplant Patients

Inclusion of patients from
March 2020 — June 2021

Data collection March 2020 — July
2023

Questionnaires baseline, 8 weeks, 8
months, 12 months and 24 months

Analysis period 2022- 2023

C Oslo
'l' universitetssykehus

KnowMAP- study
2019-2025
A RCT

Intervention
Control group group

(98 patients : &97 patients

Demographic | Demographic 4 sessions of
variables, HLQ, variables, HLQ, structured
BAASISO, BAASIS©, interviews
transplantation transplantation (knowledge
knowledge, knowledge, translation and
Hopkins, EQ5D | | Hopkins, EQSD | motivational
N interview)

| 5 days, 8 weeks, 4

months and 8
Data analysis ‘ S months

A cluster analysis
of Health literacy

Paper 3

Paper 2

Testing the effect

of KnowMAP first

12 months - RCT
\J

Two year follow up .
— HLQ and BAASIS soe

\J



Takk for oppmerksomheten!
Spgrsmal?

tvidnes@ous-hf.no
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Format Abstract »

Older kidney pl tion candid:

EMJ Open. 2015 Jun 22:5(616021275. doi: 10,1138/bmiopen-2017-021275.

Send to ~

in life and health following

and older.

Lenning K, Midtvect K', Heidal K**, Andersen hiH'.
@ Author information

Abstract

wait-listed patients 265 years with end-stage kidney disease

on KTx. Qualitative face-to-face interviews were cond,
framewark of lifespan.
INFORMANT S: Fifteen patie
consecutively untj

s and researchers.

PMID: 20834385 PMCID: DOk 104

OBJECTIVE: The aim was 1o study the expectations of improvement in life and health following kidney 1

DESIGN: Qualitative research with individual in-depth interviews

aiting for a transplant. This study provides new knowledge about the clder KTx

* exp " of imp
kidney transplantation: semistructured interviews with enlisted dialysis patients aged 65 years

SETTING: Patients on dialysis enlisted for a KTx from a deceas:

dition, the themes "hard to locse
 illuminated the informants’ expectations.
‘were hoping 1o become free from dialysis and to live

prise a heterogeneous group of patients who take individual approaches that

pioyer(s) unless otherwise stated in the text of the article) 2018. All nghts reserved. No commercial use is permitied unless.

KEYWORDS: end stage kidney disease; older renal patients; patient perspective; qualitative research; renal transplantation
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De yngre?

Walker RC', Naicker D?, Kara T2, Palmer SC3¢.
@ Author information

Abstract
RATIONALE AND OBJECTIVE: Kidney transplantation offers improved quality of life and life expectancy compared with dialysis for children.
This study aims to understand the experiences and expectations of children during the kidney transplantation process to inform clinical care.
STUDY DESIGN: Face-to-face, semi-structured interviews.
AND PARTICIPANTS: We interviewed 13 children and adolescents aged between 7 and 17 years old in New Zealand who had

gey transplantation.

H: We conceptualised the findings using thematic analysis with inductive coding.

najor themes: transplant as the goal (the only real treatment and escaping dialysis); dealing with negative
guilt for siblings and burden of parent as donor); and enhancing understanding and knowledge

(1S am peer support).

LIMITATIO ore, the transferability of findings to other populations is unclear.

CONCLUSIONS: g as freedom from dialysis and return to a more normal life. Children focus on
ed in the face of uncertainty. Complex emotions arise when thinking
aalth and actively seek out ways to self-manage their care, while
eserved.

the positive aspects of tra
r. Children recog
s about their future.

pcted by copyright. All rights reserveds




De eldre (>65)?

Dialyse

Format: Abstract + .

M) Open, 2018 Jun 22.8(6)e021275. dei: 10.1138/bmicpen-2017-021275.

Qlder kidney transplantation candidates’ expec*="

kidney transplantation: semistructis== [
and older.
Lenning K'2 A%

~uy the expectations of improvement in life and health following kidney transplantation (KTx) in a population of
205 years with end-stage kidney disease

UESIGN: Qualitative research with individual in-depth interviews

SETTING: Patients on dialysis enlisted for a KTx from a deceased donor were included from an ongoing study of older patients' perspectives

on KTx. Qualitative face-to-face interviews were conducted in a safe and familiar setting, and were analysed thematically using the theoretical

framework of lifespan

INFORMANTS: Fifteen patients (median age 70 years, range 65-82) from all parts of Norway were interviewed. Informants were included

consecutively until no new information was gained

RESULTS: Two main themes were evident: receiving a kidney is getling life back and grasp the chance. In agdition, the themes ‘hard to locse

capacity and strength’, ‘reduced freedom’ and ‘life on hold’ described the actual situation and thereby illuminated the informants’ expectations.

The informants tried to balance posilive expectalions and realism towards KTx, and they were hoping lo become free from dialysis and to live

a normal life.

CONCLUSION: This study shows that older KTx candidates comprise a heterogeneous group of patients who take individual approaches that

allow them to maintain autenemy and centrol while waiting for a transplant. This study provides new knowledge about the older KTx

candidales relevant for clinicians, patients and researchers

var en begrensende faktor for det

Free PMC Article

Oslo

universitetssykehus

e \\Vv et

Nephrology (Cariton). 2018 May 21. doi: 10.1111/nep 1'44[)5 [Epub ahead of print]
Children's experiences and expectations of kidney transplantation: A qualitative interview study.
Walker RC*, Naicker D?, Kara T2, Palmer SC3+

# Author information

Va n S ke I Ig a m |Ste ka p a S Itet Og Sty rke juality of life and life expectancy compared with dialysis for children.

sosiale livet

Jren during the kidney transplantation process to inform clinical care

STUDY DESIGN: Face-to-face, semi-structured interviews

SETTING AND PARTICIPANTS: We interviewed 13 children and adolescents aged between 7 and 17 years old in New Zealand who had
received a kidney transplantation

ANALYTICAL APPROACH: We conceptualised the findings using thematic analysis with inductive coding

RESULTS: mmaior themes: transplant as the goal (the only real treatment and escaping dialysis); dealing with negative
emotions Kunn “fac siblings and burden of parent as donor); and enhancing understanding and knowledge
(individuz e kk k )

r p 1adings to other populations is unclear
Ven
d ti ng

LIMITAT men ’ US
CONCLUSIUn .. a tte h 2.2 more normal life. Children focus on
the positive aspects of transpi.. Olde s arise when thinking
about their donor. Children recognise transpic..

remaining anxious about their future. This article is protecteu =
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