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356 kommuner

Fastleger ≈ 5 200

Ca.1200 

avtalespesialister 

Ca. 330 

avtalespesialister. 

Ca. 110 

avtalespesialister. 

Ca. 160 

avtalespesialister
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Ulike samarbeidsformer

• LMI – Bransjeforeningen for Legemiddelindustrien
• Legemiddelindustrien (LMI) er bransjeforeningen for legemiddelindustrien i Norge. Norske og 

utenlandske legemiddelselskaper som utvikler, produserer, selger eller markedsfører legemidler i Norge 
kan være medlem av foreningen.

• Hematologi Alliansen
• Alliansen arbeider for å bedre vilkårene for hematologiske sykdommer gjennom å sette fokus på aktuelle

problemstillinger, og hvordan vi kan løse disse. Målet for Alliansen et at norske pasienter skal få en rask
tilgang på innovativ, effektiv og virksom behandling som er tilpasst den enkeltes behov. 

• Koalisjonen for Sjeldne Sykdommer
• Koalisjonen skal arbeide for å bedre livskvalitet og helse til pasienter med sjeldne sykdommer. 

Koalisjonens arbeider for å sikre forutsigbare rammebetingelser for medisinsk behandling, når slik 
behandling er tilgjengelig. Dette mener vi bidrar til bedre livskvalitet og helse til pasienter med sjeldne 
sykdommer. Koalisjonen består i dag av de bioteknologiske selskapene Amicus, BioMarin, Chiesi og Sanofi.
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Disclaimer
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• All meetings within the Coalition should include at least one representatives from each company

• Meetings with stakeholders, media and KOLs requires minimum two spokespersons from separate members

• Companies wanting to become a member of the Coalition will be proposed through Rud Pedersen. The company 
will be granted membership if a majority of existing members finds the requesting party relevant for the Coalition.

•All meetings in the Coalition is to be conducted in line with current antitrust guidelines, as such our 
discussions are not to include product pricing, market activities or any other topic that is deemed 
competition sensitive. 

• The objective of the Rare Disease Coalition is purely political and policy oriented, and while the secretariat will 
monitor that activities are in line with current laws and regulations, it is up to each individual member to ensure that 
no confidential information is disclosed at any point in time. 

•Continued participation in this meeting is viewed as an acceptance of the Coalitions guidelines
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2015 2016 2017 2018 2019 2020 2021 2022

2015: 

The Coalition is established

April 2016: 

Consultation input to MOH 

regarding transfer of 

financial responsibility

October 2017: 

Consultation input on the 

national budget 2018 

regarding transferring of 

financial responsibility

August 2018: 

Coalitions meeting during 

Arendalsuka: Strategy and 

newborn screening

August 2019: 

Coalitions meeting during 

Arendalsuka: Strategy and 

User Participation
October 2017: 

Consultation input to NoMA 

regarding guidelines 

regarding  documentation of 

rare diseases in HTA’s October 2018: 

Consultation input on the 

national budget 2018 

regarding transferring of 

financial responsibility

April 2019: 

Consultation Input to Prop 

55L, Putting Nye Metoder in 

to law

February 2020: 

Consultation input to the 

national hospital and care 

plan 2020-2023

March 2020: 

Consultation Input to the 

mandate of the Evaluation 

of Nye Metoder

December 2015: 

Consultation input to the 

White Paper on Medicines, 

Box on Rare Diseases

August 2020: 

Coalitions meeting on the 

history of rare diseases in 

Norway

September 2020: 

Provided input to the Rare 

Disease Strategy
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Juni 2019: 

Consultation input to the 

white paper on health 

industry

June 2018: 

Consultation Input to the 

directorate of health 

regarding transfer of 

financial responsibility.

June 2020: 

Participated in the Health 

Directorates reference 

group for the Rare Disease 

Strategy

October 2021: 

Consultation input on the 

national budget 2021 on 

need for innovative 

financing models

December 2018: 

Written question by MP to 

MOH requesting status 

update on strategy on rare 

diseases

May 2021: 

Written question by MP to 

MOH requesting status 

update on strategy on rare 

diseases

December 2021: 

Opinion piece on need for 

new financing pathway 

published

June 2018: 

News article on financial 

responsibility in DM

August 2021: 

Coalitions meeting on the 

Rare Disease Strategy

April 2021: 

Meeting with MP from 

Labour party on the Rare 

Disease Strategy, and 

developments on Rare 

Diseases in general

January 2022: 

Input to doc.8-proposal on 

evaluation of New methods

August 2022: 

Publishing of new report on 

societal costs from rare 

diseases in Norway

October 2022: 

Consultation input on the 

national budget 2021 on 

need maintain focus on 

Rare Diseases in New 

Methods

October 2020: 

Consultation input on the 

national budget 2021 on 

need for continued focus on 

Rare Diseases

May 2022: 

Input to doc.8-proposal on 

evaluation of New methods

September 2022: 

Input to Health and 

coordination plan for 2023-

2026

May 2022: 

Input to Strategy on 

Personalized medicine

April 2022: 

Input to doc.8-proposal on 

evaluation of New methods

November 2019: 

Consultation input on law 

proposal to put New 

Methods into law

June 2020: 

Provided input to the Rare 

Disease Strategy

Tidslinje for Sjeldenkoalisjonens politiske arbeid
- Koalisjonen har lenge jobbet for å bedre rammevilkårene for sjeldenpasientene
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www.koalisjonenforsjeldnesykdommer.no

https://www.healthtalk.no/arendalsuka-menon-sjeldne-

sykdommer/ny-menon-rapport-sjeldne-sykdommer-er-

sjeldent-dyrt/161029 https://www.dagensmedisin.no/artikler/2021/12/09/inn-

med-ny-finansieringsmodell-for-sjeldne-sykdommer/

https://www.dagensmedisin.no/pharma/

2018/06/27/bekymret-for-finansiering-

og-pasienttilgang-for-legemidler-mot-

sjeldne-tilstander/

http://www.koalisjonenforsjeldnesykdommer.no/
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Takk for oppmerksomheten


