
 

 

 

 

 

Management and Transfer of knowledge 

in the Na onal Member Organiza ons 
Biennial Work Proposal 

 

INTRODUCTION: 

America in recent decades has made great progress when it comes to people with hemophilia 
as well as other bleeding/coagula on disorders; This is largely due to the work of the World 
Federa on of Hemophilia (WFH) and the commitment of the Na onal Member Organiza ons 
(NMO) to carry out various Strategic Plans, with 2021-2025 being the one that reflects the 
premise “Treatment For All”. 

Reaching this point was thanks to the commitment of the ONM to improve pa ent records, and 
the coordina on with Medical Care Providers (PAM) for access to treatments as well as new 
therapies, which have not only improved the quality of life of people with coagula on disorders 
and their families, but has also demonstrated the preponderant value that ONMs have in each 
country; This has led the WFH to priori ze “Establish standards of excellence for ONM and 
support its adop on” as a priority for this five-year strategic plan.1 

This posi on that they have taken, as builders of social es, consolida ng ac on strategies on a 
con nental basis has allowed, for example: the empowerment of pa ents and their families, the 
increase of pa ent registries in each country and greater access to various therapies.2 All of this 
has been achieved thanks to the commitment to redesign the educa onal and training offerings 
of both the WFH and the Coali on of the Americas (COA), in order to maximize the impact on 
the NMOs. 

It is evident that the achievements achieved in this last decade are thanks to the work and 
concentra on of efforts of the ONM in the op miza on of resources. The human capital they 
have is not only diverse, but has been trained to strengthen their work in order to improve access 
to care and treatment in their country. From this FMH – COA – ONM joint, the main goal can be 
achieved: greater access to diagnosis, treatment and care for people living with coagula on 
disorders. 

It is important to men on that La n America and the Caribbean is today, according to WFH data, 
the con nent that has the most growth in sustained pa ent registra on and therefore the one 
that will require the most opportuni es for access and treatment. If we look at Europe, for 

 
1 Strategic Plan of the World Federa on of Hemophilia. Available inh ps://w .org/wp-
content/uploads/2022/04/WFH-Strategic-Plan-2021-2025-EN.pdf  
2 Annual Global Survey or the World Federa on of Hemophilia.. Available in 
h ps://w .org/es/inves gacion-y-recoleccion-de-datos/sondeo-mundial-anual/ 



example, it currently has a “ceiling” in rela on to the registra on of new uniden fied pa ents 
since it has high percentages per country and in its en rety of registra on, the same happens 
with the USA and Canada. These examples also have resources to guarantee cu ng-edge 
treatments and new therapies, thus ensuring that future genera ons already have incorporated 
some necessary concepts to con nue down that path. On our con nent this must be built, that 
is, the new genera ons must be given the knowledge of the ONM and its current leaders, but 
we must also sow the need to open up their treatment ideas so that they can think about 
different op ons, otherwise they will not be able to do so. con nue with the same management 
model and thus losing the opportunity to innovate with other alterna ves. 

For these ac ons to last over me and their achievements to con nue bearing fruit, it is 
necessary for NMOs to develop new competencies, and for this internal feedback is necessary: 
promo ng, valuing and managing knowledge among all members of the Organiza on. 

Clearly, the 21st century presents us with great challenges: advances in therapies, new 
purchasing mechanisms and the tendency to value the pa ent again in the treatment decision-
making process and, above all, new direc ons and challenges for ONMs where they must. 
examine their lobbying models and advance a process of professionaliza on of their members 
as well as moderniza on/innova on of their processes. 

The COA together with the WFH sees it as unavoidable that to achieve the 2021-2025 strategic 
priori es, during the coming years, it is necessary to provide theore cal and prac cal tools to 
begin the management and knowledge transfer process within the ONM. To achieve these 
objec ves, the par cipa on and commitment of each and every member of the ONM is vital, as 
well as encouraging the incorpora on of young people to begin the transfer of the most precious 
intangible asset, which is knowledge; Thus, the NMOs begin a process of consolida on and 
sustainability of knowledge management. 

STATE OF SITUATION 

The NMOs that make up the COA are na onal hemophilia organiza ons that represent the 
interests of people with hemophilia and other inherited bleeding disorders in their respec ve 
countries.3 

The cons tu on of these has been given by doctors, family members and/or pa ents with some 
type of bleeding/coagula on disorders; All of them have been recognized by the WFH as ONM 
and since then their leaders, managers and members have been dedicated to maintaining it. 

Today the COA sees it necessary to begin focusing ONMs towards value crea on and sustained 
suitability, two essen al elements in the current environment, characterized by changes and the 
impera ve need to adapt to new reali es. 

For this, the Knowledge Management that the members with the most experience must carry 
out for the new genera ons that join is essen al not only to define the vision, processes and 
structures but also to guide the new strategies with the PAMs. 

ACTION PLAN 

The work plan with the ONMs will be a roadmap that has goals and objec ves, respec ng the 
iden ty of each Organiza on because we understand that each Country has its idiosyncrasies, 

 
3 h ps://w .org/es/encuentre-apoyo-local/ 



and there will be as many paths as there are ONMs to achieve the goals, meet the objec ves and 
achieve results. within the next 12 months within the framework of the proposed work plan. 

It must be understood that change management consists of accompanying people in 
organiza ons during the transi on from the current situa on to the desired situa on; Under this 
framework the following will be addressed: 

 Tools to facilitate the successful implementa on of strategies of transforma on 
processes. 

 Iden fica on and addressing antagonis c factors: personal resistance – organiza onal 
barriers. 

 Characteriza on and management of commitment factors. 
 Percep on of Strengths, Opportuni es, Weaknesses and Threats by ONMs 
 Design of a strategic ac on plan for the ONM 
 New ways to track and monitor the processes of change and consolida on of new habits 

effec vely. 


