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Welcome Technicaloints

A We please to be numerous > 110registrations
AWebinar being recorded

AThank you for

ATurn off your microphone and disconnect
ARai se your hand at the time of the quest.]
AWe wi | | answer the questions sent i1 n the
A A satisfaction survey will be sent to you :

AWebinars # will be available on | TH/

Ahttps://ern _-ithaca.eu/webinars/

AAnne Hugon Project Manager ERN ITHACA - anne.hugon@aphp.fr
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https://ern-ithaca.eu/webinars/

AWelcomeand Introduction

AHeidi E. Nag, Special Educational Advisor, PBmbuResource Centre for Rare Disorders,
Norway

AA presentation oFrambuand the Norwegian model

A Kristian Kristoffersen, director &ambu- FrambuResource Centre for Rare Disorders,
Norway

AParents
A Torun Vatne, Doctor of PsychologyrambuResource Centre for Rare Disorders, Norway

AGrandparents and caring for the care givers
A TonjeElgsasPsychologist FrambuResource Centre for Rare Disorders, Norway
ASiblings

A Krister W. Fjermestad, Doctor of Psychole§yambuResource Centre for Rare Disorders,
Norway
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Apresentatiorf Frambu
andtheNorwegiamodel

Kristian Kristoffersen
Director/PhD

Helping patients with rare or
low-prevalence complex diseases
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The Frambu
model




Familycourses

Europearreferencenetworks




Frambu in Europeareference
networks
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Parentsstruggleandhow
to suppothem

Torun M. Vathe
MA ClinPsyd”hd
Frambu

Helping patients with rare or
low-prevalence complex diseases




Beingheparenbfa chilawitha
raredisorder




Long anccomplexdiagnotic
processes

Serviceproviderslackof knowledge
andexpereince

Lackof koordiantionof the services

Feelsresponsibldor informationand
coordinatior

Are encouragedy engagecand
supportiveserviceprovidersthat
achnowledgearentexperience

von der Lippe et al.
Orphanet Journal of Rare Diseases (2022) 17:375
https://doi.org/10.1186/513023-022-02525-0

Orphanet Journal of
Rare Diseases

REVIEW Open Access

. : : : ®
Children with a rare congenital genetic
disorder: a systematic review of parent
experiences

Charlotte von der Lippe'®, Ingrid Neteland and Kristin Billaud Feragen




Rolesandpartnership

A moretraditional pattern

Support systenitlesignedor
women

Emotionalcommunication
affected

Journal of Developmental and Physical Disabilities (2023) 35:111-131
https://doi.org/10.1007/s10882-022-09847-8

ORIGINAL ARTICLE

®

A Qualitative Study of Men’s Experience of Being a Father
in Families with Childhood Disability

Torun Marie Vatne'>© . Sigurd Skjeggestad Dahle? -
Yngvild Bjartveit Haukeland'>® . Krister Westlye Fjermestad'?

Journal of Social and
Personal Relationships

Parenting a child with a 2024, Vol. 41(9) 2548-2568
© The Author(s) 2024

disability: Fathers’ perceptions E_0_
Of the couple relationship Article reuse guidelines:

sagepub.com/journals-permissions
DOl 10.1177/0265407524 1248387

journals.sagepub.com/homelspr

S Sage

Erica Zahl' ©, Sigurd Skjeggestad Dale',
Krister Westlye Fier'me:'.tad"2 and
Torun Marie Vatne?
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Psychologicahallenges

PEC Innovation
Volume 5, 15 December 2024, 100331

Impact on parental mental health

. . L Mental health in mothers and fathers
Percelved disorder severity Is an of children with chronic disorders

Important factor

Erica Zahl® & X, Agnes M. Willemen ° &I | Trude Fredriksen ¢,

Solveig M. Kirchhofer @ 9= | Torun M. Vatne ® & | Stian Orm ¢ '& | Matteo Botta @ X,

Caitlin Prentice ® &, Krister W. Fjermestad @ €&

Findings suggest gendspecific
challenges in parenting children
with CD i
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Healthitteracy

Lack of knowledge and access to

iInformation about diagnosis,

health, coping, support and rightg™ """

Important with information from
healthcare personnel

Significant to get social support
from likeminded

Journal of Rare Diseases ~ (2024) 19:328 Orphanet Journal of Rare

Diseases
REVIEW Open Access
A scoping review of health literacy in rare

disorders: key issues and research directions

Una Stenberg"?'®, Lydia Westfal', Andreas Dybesland Rosenberger’, Kristin @rstavik®, Maria Flink®, Heidi Holrmen®,
Silje Systad’, Karl Fredrik Westermann?® and Gry Velvin®




Famihcommunication

Complexdilemmasaboutwhat to

tell the children

Beingpromizedbut lacking
support

| essvarmth and morehostile
communication

Communicatiorandrelation
affect mentalhealth of siblings

Review > J Pediatr Psychol. 2017 Jan 1;42(1):85-94. doi: 10.1093/jpepsy/jsw051.

Topical Review: Integrating Findings on Direct
Observation of Family Communication in Studies
Comparing Pediatric Chronic Illness and Typically
Developing Samples

Lexa K Murphy 1, Caitlin B Murray 2, Bruce E Compas ';
Guest Editors: Cynthia A. Gerhardt, Cynthia A. Berg, Deborah J. Wiebe and Grayson N. Holmbeck

Journal of Child Health Care
2023, Vol. Z7(1) 145-15%

& The Author(s) 2021

Article reuse guidelines:

sagepub comifjournals-permissions

Siblings of children with chronic
disorders: Family and relational
factors as predictors of mental
health

DOk 10,1177/ 367493521 1052157
journals_ sagepub.comfhomelicho

®SAGE

Trude Fredriksen'®, Torun Marie Vatne?,
Yngvild Bjartveit Haukeland?, Megan Tudor?,
and Krister Westlye Fjermestad®
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Supporbffered
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«Parent®nguareh - aondaycourse

Psychoeducation

Interventions
Psychological
Physical
Social

Groupdiscussionsvith likeminded

Informationaboutavailablesupport

Foreldre pa vakt (regionalt kurs for
Helse Midt-Norge)




Systentounsellingithparentpresent

Aboutraredisorders form=10
serviceprovidersand parents

Increasecknowledge

Increasechealthlitteracy

Increasecempowerment

ORIGINALARTIKKEL FAGFELLEVURDERT

©® & https://doi.org/10.52734/AQDI3055

Foreldres diagnosekunnskap, helsekompetanse
og myndighet for og etter veiledning om sjeldne
diagnoser

Torun M. Vatne, Jeanette U. Miller, Mina Susanne Weedon-Fekjaer, Una Stenberg




Webinargecturesoncooperatiomithpartents

Toincreaseunderstandingof parentssituation

Toincreaseknowledgeon how to provideservices in a sensitiveay

Toincreaseknowledgeaboutwaysto respondin emotionallycharged
situation
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Grandparentsandcaring
forthecaregivers

TonjeElgsas
MA ClinPsyc
Frambu




How daveworkwithgrandparerits

A Grandparentsare invited to join the
family on our weeklongfamily courses

A Everyother yearwe have athree day
coursefor grandparents

A Informationon our website.

A Webinar

2025

iy

'E FRAMBU kompetansesenter for sjeldne diagnoser

rambu > Tema > Besteforeldre - de gode hjelperne?

Tema
+A fd en sjelden diagnose
+Aktivitet og deltakelse

+Akuttplan

+Aldring ved sjeldne
diagnoser

+Barnepalliasjon
Behandling ved sjeldne
diagnoser

+Emaring

+Elytte hiemmefra og
oppfelging ieget hiem

+Genetikk
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AMany grandparentdescribea griefrelatedto lossof the grandparentrole
they hadimagined

AGriefis no longerreservedfor the bereaved

AGriefis anaturalreactionto loss canbe relatedto lossof a partner,job.




«Doublgriep

AGrandparentserceivedtheir griefas double both for their grandchildAND
for their own children

ATheyhave towitnessthe distressof their child and grandchild
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Socletakxpectations

AThereexistsaninformal grief
hierarchy where grandparents
griefis perceivedessimportant
than the parentsgrief

ATheyare expectedto «getover
It» fasterthen the parents
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AGrandparentdeel that children

Atopic that who are sickor have adisability
makesothers makesother people
uncomfortable uncomfortable

A Theydistancethemselvedrom
others, or dont bringthe topic up.




conseqguences

A Grandparent$ave todealwith two things both their grief. but alsosocietysreactions
A Grandparentdeel that they needto hide their grieffrom others

A Avoidssocialoccasionsreactsmore in private.
A Feelingf beingalonewith their reactions

A Canfor somelead todelayedreactions(whichcanbe difficult for thosearoundto
understand).
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Whyfocusongrandparerts

AGrandparentsare describedas anenormousresourcefor the families.

ATheycanalsobe aresourcefor carers with their help and alsoknowledgeof
the family.

ANextof kin are takingon responsibilitieghat in Norway isestimatedto be akin
to 140 000 full timeoositions(with a populationof 5,5 millionpeople.
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Helping patients with rare or
low-prevalence complex diseases




Whyis itrmportant

Alt canbe emotionallychallengingvork- either with behaviourthat challenges
mentalillnessand/or complexmedicalcare

AThechild/adult mayneedlife long careand some alsohavedifficulties
communicatingheir needs

A Needstabile caregivers’sho knowsthem andtheir needs
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Whyis itrmportant

AWith rarediseaseghe carers
doesnthavealot of research
litterature and experienceo
help guidethem.

ACarersmanagewell in ahigh
pace,demandingworkplaceas
longasthey feel competentto
do the tasksat hand.

2025




Burnout

//7],']’/’/ A syndrome conceptualized as
|CD’F _— resulting from chronic workplace
ntemational Classification of Diseases [of

Vorlysnd Moty Siasis stress that has not been

Eleventh Revision

successfully managed. It is
characterized by three dimensions:

A feelings of energy depletion or
exhaustion;

AXYONBIlI aSR YSyidlf RAAa
job, or feelings of negativism or

@M £ cynicism related to one's job

%2 Organizagion A reduced professional efficacy




Carindorthecarers

Alnvestingtime andeffort in caringfor the carersis greatfor everyone
A Forthe carer
A Forthe families

A Forthe workplace
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AManywho haveexperienced
work placerelatedburn out
describebeingblindsidedby the
symptoms.

A Carersmneedoutsidesupport to
help seetheir symptoms.

2025



