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WelcomeïTechnicalpoints

Å We areplease to be numerous >110 registrations

ÅWebinar being recorded

ÅThank you for
ÅTurn off your microphone and disconnect your camera
ÅRaise your hand at the time of the questions and discussions
ÅWe will answer the questions sent in the registration form
ÅA satisfaction survey will be sent to you :

ÅWebinars # will be available on ITHACAõs Website

Åhttps://ern -ithaca.eu/webinars/

ÅAnne Hugon Project Manager ERN ITHACA - anne.hugon@aphp.fr

2025
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Agenda
ÅWelcomeand Introduction
ÅHeidi E. Nag, Special Educational Advisor, PhD  - FrambuResource Centre for Rare Disorders, 

Norway

ÅA presentation of Frambuand the Norwegian model
ÅKristian Kristoffersen, director at Frambu- FrambuResource Centre for Rare Disorders, 

Norway

ÅParents 
ÅTorun Vatne, Doctor of Psychology- FrambuResource Centre for Rare Disorders, Norway

ÅGrandparents and caring for the care givers
ÅTonje Elgsås, Psychologist- FrambuResource Centre for Rare Disorders, Norway

ÅSiblings
ÅKrister W. Fjermestad, Doctor of Psychology- FrambuResource Centre for Rare Disorders, 

Norway
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A presentationofFrambu 
and theNorwegian model

Kristian Kristoffersen

Director/PhD
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o Privat foundationand part of bƻǊǿŀȅΩǎspecialisthealthcare system

o bƻǊǿŀȅΩǎlargestresourcecentrefor rare disorders

o Interdisciplinaryservices in a life courseperspective







Patient
organisations

Experts

Frambu



Research

Family courses

Courses for professionals

Counselling

European referencenetworks



Frambu in European reference
networks

ERN EURO-NMD

ERN-ITHACA

MetabERN



Parentsô strugglesand how
to support them

Torun M. Vatne

MA ClinPsycPhd

Frambu



Beingtheparentofa childwitha 
rare disorder



Stress 

Long and complexdiagnotic
processes

Service providerslackof knowledge
and expereince

Lackof koordiantionof the services

Feelsresponsiblefor informationand
coordination!

Are encouragedby engagedand 
supportiveservice providersthat
achnowledgeparentexperience!



Rolesand partnership

A more traditional pattern

Support system designedfor 
women

Emotionalcommunication
affected



Psychologicalchallenges

Impact on parental mental health

Perceived disorder severity is an 
important factor

Findings suggest gender-specific 
challenges in parenting children 
with CD



Health litteracy

Lack of knowledge and access to 
information about diagnosis, 
health, coping, support and rights 

Important with information from 
healthcare personnel 

Significant to get social support 
from likeminded



Family communication

Complexdilemmas aboutwhat to 
tell the children

Beingpromizedbut lacking
support

Less warmth and more hostile
communication

Communicationand relation
affectmental healthof siblings



Support offered



«Parentsonguard» - a ondaycourse

Psychoeducation

Interventions

Psychological

Physical

Social

Group discussionswith likeminded

Information aboutavailablesupport



System counsellingwithparentspresent

Aboutrare disorders, for m=10 
service providersand parents

Increasedknowledge

Increasedhealthlitteracy

Increasedempowerment



Webinars/lecturesoncooperationwithpartents

To increaseunderstandingof parentssituation

To increaseknowledgeon how to provideservices in a sensitive way

To increaseknowledgeaboutwaysto respondin emotionallycharged
situation
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Grandparentsïand caring
for thecaregivers

Tonje Elgsås

MA ClinPsyc

Frambu



How do weworkwithgrandparents?

ÅGrandparentsareinvited to join the
familyon our weeklongfamilycourses.

ÅEveryother yearwe have a three day
coursefor grandparents.

ÅInformation on our website.

ÅWebinar.

2025



Grief

ÅManygrandparentsdescribea grief relatedto loss of the grandparentrole
they hadimagined. 

ÅGriefis no longer reservedfor the bereaved. 

ÅGriefis a naturalreactionto loss- canbe relatedto loss of a partner, job.



«Double grief»

ÅGrandparentsperceivedtheir griefas double- both for their grandchildAND 
for their own children. 

ÅTheyhave to witnessthe distressof their childand grandchild. 

Kongste, 2022



Societalexpectations

ÅThereexistsan informalgrief
hierarchy, wheregrandparents
grief is perceivedless important
than the parentsgrief. 

ÅTheyareexpectedto «get over 
it» faster then the parents

Kongste, 2022



A topic that
makes others
uncomfortable

ÅGrandparentsfeel that children
who aresickor have a disability
makes other people
uncomfortable.

Ą Theydistancethemselvesfrom 
others, or dont bring the topic up.



Consequences

ÅGrandparentshave to dealwith two things: both their grief, but alsosocietysreactions.

ÅGrandparentsfeel that they needto hidetheir grief from others.

Ą Avoidssocialoccasions, reactsmore in private.

Ą Feelings of beingalonewith their reactions.

ĄCanfor somelead to delayedreactions(whichcanbe difficult for thosearoundto 
understand).

Kongste, 2022



Whyfocusongrandparents?

ÅGrandparentsaredescribedas an enormousresourcefor the families. 

ÅTheycanalsobe a resourcefor carers, with their helpand alsoknowledgeof
the family. 

ÅNextof kin aretaking on responsibilitiesthat in Norway is estimatedto be akin
to 140 000 full time positions(with a populationof 5,5 million people).

2025



Caringfor thecarers

2025



Whyis it important?

ÅIt canbe emotionallychallengingwork- either with behaviourthat challenges, 
mental illnessand/or complexmedicalcare. 

ÅThe child/adult mayneedlife longcareand somealsohave difficulties
communicatingtheir needs.

ĄNeedstabile caregivers who knowsthem and their needs. 

2025



Whyis it important?

ÅWith rare diseasesthe carers
doesnthave alot of research, 
litterature and experienceto 
helpguide them. 

ÅCarersmanagewell in a high
pace, demandingworkplaceas 
longas they feel competentto 
do the tasksat hand. 
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Burnout

A syndrome conceptualized as 
resulting from chronic workplace 
stress that has not been 
successfully managed. It is 
characterized by three dimensions:

Åfeelings of energy depletion or 
exhaustion;

ÅƛƴŎǊŜŀǎŜŘ ƳŜƴǘŀƭ ŘƛǎǘŀƴŎŜ ŦǊƻƳ ƻƴŜΩǎ 
job, or feelings of negativism or 
cynicism related to one's job

Åreduced professional efficacy



Caringfor thecarers

ÅInvestingtime and effort in caringfor the carersis greatfor everyone!

ĄFor the carer

ĄFor the families

ĄFor the workplace

2025



Burnout

ÅManywho have experienced
work placerelatedburn out
describebeingblindsidedby the
symptoms. 

ĄCarersneedoutsidesupport to 
helpseetheir symptoms. 
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