
Rationale of the programme

• Tool to help the NMOs fulfil the statutory requirements (Article 
5.3.) adopted in 2021;

• Tool to support an ongoing evaluation, growth and 
improvement of the NMOs and the EHC itself;

• Opportunity for self-reflection and place for improvement for 
the NMOs and EHC itself;

• A process with worldwide recognition to support the NMOs in 
more successful fundraising and advocacy;

• Long term incompliance and stagnation may lead to reviewing 
of the membership.

EHC-NMO Organisational Health Programme



Implementation instruments

Principles of Good Organisational Health  
Building blocks of a healthy organisation, extension of the 
paragraph 5.3. of the EHC statutes where the NMO 
obligations are outlined. 

Assessment Tool
Assessment Tool that is developed for the WFH Capacity 
Development Program will be used also for the EHC OHP, 
focusing on aspects relevant for the OHP.

Toolkit for Good Organisational Health (to be produced 
during 2023)
Community recommendations and alternative practices 
which keep in mind the diversity of the EHC membership 
and will offer concrete tools and good practice examples 
to improve organisation’s health under each OHP 
principle.
Will include NMO reports as good practice examples.



Process in 2023

February – June 2023: time to conduct the Assessment Interviews with the 
NMOs that are expected to report to the GA in 2024 (Groups 1-2-3). The actual 
schedule will be worked out in discussion with the individual NMOs.
ALL NMOs are invited to do the self-assessment.

EHC Leadership Conference 2023: An opportunity for exchange and update
Time will be set aside during the EHC Leadership Conference in June for the 
NMOs to have a structured exchange about the OHP process, seeking exchange 
of experiences and best practices. 

June – October 2023: continued work with the Assessment Panel to develop 
tailored action plans.

EHC GA 2023: An opportunity for exchange and update
Time will be set aside during/around the EHC GA in October for the NMOs to 
have a structured exchange about the OHP process, seeking exchange of 
experiences and best practices.



Results and reflections so far

• Assessment calls with 7 NMOs carried out so far, 1 availed
of the interpretation offer.

• If not full boards, then multiple board members always
present at calls.

• Provides very deep insight and better understanding of the
structure, functioning and work of the NMOs.

• NMOs report the process itself to be beneficial to them as
offers time to analyse and reflect.

• Strengths and challenges are rather individual, but there
are trends to be observed.

• More time consuming than anticipated J



EHC Youth Strategy
Preparing our NMOs for succession, 

autonomy & independence
Youth Leadership Workshop 
Focuses on training and empowering young leaders to be strong and 
active voices in the community. 

Leadership Conference 
This conference brings together patients, leaders and staff to work in 
collaboration and share experiences

Youth Fellowship Programme – launched 
in 2019, focuses on cross national 
collaboration and helping youth become 
involved in the goals of both their NMOs and 
the EHC

EHC Conference 
We encourage engagement from our youth 
at all EHC events but at EHC Conference 
they are invited to attend the full EHC 
Conference and are given the responsibility 
of defending a position publicly, alongside 
esteemed experts in our community having  
being provided with training and support 
by the EHC beforehand.



On a Pathway Towards Healthy Ageing
• Needs assessment survey in 2021
• Dedicated WHW in 2023
• Dedicated webinars in 2023:
                                               February, April, September, November
• Community preview of the film at the LC 2023
• Film premiere and a Round Table of Stakeholders in December 2023



● 3 new topics on Emicizumab
are coming out shortly!

● 3 gene therapy topics to be 
released next.

● treatment content to be 
expanded to all treatment 

options including factor 
replacement therapies.



360-degree patient education! 
Coming out this year to help NMOs navigate through the complexity of topics.

The EHC Academy is designed to include the following blocks:

- Treatment (EHCucate project and EHC New Treatment newsletter, treatment by cohort

information).

- Legislation (EHC Public Policy Reviews).

- Access to treatment and care (Surveys, Health Economics Course).

- Advocacymaterials (Principles of Care, handbooks, statements).

With the motto “Empowering the bleeding disorders community”, we aim to empower members of

our community by providing them with unique high-quality knowledge and practical tools, scaling up

their advocacy skills. Thus, making a step forward towards a better quality of life for patients in Europe.

THE REGISTRATION TO THE HEALTH ECONOMICS COURSE IS NOW OPEN!



#thisway campaign

•Objectives: promote deep health, 
educate & inspire members of the 
community to make sustainable
lifestyle changes
•Quarterly EHC staff physical 
activities (Tai Chi, hiking, cycling, etc.)
•#thisway walks/guided tours at EHC 
conferences
•Interviews, articles, videos, surveys, 
challenges, etc.



#thisway campaign - Every Step Counts

•Announcing: EHC community challenge 
•In the fall, leading up to the EHC Conference (6-8 
October)
•Work at your own pace, by yourself or with others

•Log your activities via MapMyRun 👉
•Win a gym goodie bag for your NMO

Watch the EHC website & social media channels –
more information coming over the summer!



Let the EHC support you!
• Use the EHC Activity Grants and Physical Activity Grants to   

implement your projects! 

• Stay informed by signing up to receive the EHC monthly 
Newsletter – features updates from the EHC and NMOs, 
important news & dates!

• Make use of the EHC tools available – Novel Treatment 
Products Newsletter & Gene Therapy Guidebook!

Follow the EHC

www.ehc.eu

@EuropeanHaemophiliaConsortium

@EHC_Haemophilia

European-Haemophilia-Consortium




