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Our partners build capacity in their projects through organisational development and the 
creation or strengthening of medical networks, care centres, facilities and service delivery.

Project partners and teams build skills amongst healthcare professionals through basic as well as in-depth training 
delivered in the country or abroad. 
In 2021, we began offering support for laboratory and physiotherapy equipment to the Regional Training Centre 
programme through a new partnership with the International Society on Thrombosis and Haemostasis (ISTH). Our 
partners adapted to the ongoing pandemic by organising virtual training events and maintaining in-person sessions 
in small groups where country regulations permitted.

Skilled 
experts

Care 
facilities

Organisation
of care 

delivery

53,700
healthcare professionals trained1

“Thanks to the support we received 
from the NNHF project, home 
therapy is now a reality. Close 
cooperation has been established 
between Haemophilia Association 
of Mauritius (HAM) and the 
government. Patients are trained 
by HAM nurses. Our patients are 
independent and self-reliant and live 
their lives as normal as possible.” 

Mohsena Olath-Carramtally 
operations manager of patient 
organisation,
Mauritius

Fewer hospitalisations
per patient observed by 73% 

of partners

“Patients have received training on 
how to manage their bleeds and 
self-infuse. They have also received 
material and physiotherapy training 
to be able to exercise at home. This 
way they are better able to adhere to 
treatment and don’t need to visit the 
hospital as often as before.” 

Minerva Cruz Ramírez
president of patient organisation, 
Mexico

“By establishing a laboratory and 
basic care in Banjul, patients no 
longer have to go abroad to get 
diagnosed or access care. This is 
very important because very few can 
afford to travel to Dakar, Senegal.”

Vandy Jayah
founder of patient organisation, 
The Gambia

485
centres established or 

strengthened1,2

National care guidelines
updated, printed or distributed 
through NNHF projects by 55%  

of partners

Capacity building

1 Source: NNHF programme portfolio data 2005-2021.
2 Revised methodology as of 2021.

Reduced distance  
to receive care

according to 66% of partners

Improved quality of care
with 95% of partners using national 

guidelines to provide better care



Only one in four people living with bleeding disorders has been identified, and of these, 
many do not have a diagnosis which shows the type or severity of their disorder.

Our activities with partners in this area include training, improving lab infrastructure and sponsorship of the World 
Federation of Hemophilia (WFH) International External Quality Assessment Scheme (IEQAS).
Our partners also develop and update registries through their projects, which provide the quality data needed to 
engage decision-makers and allocate resources adequately.

Diagnosis
expertise
and staff

Diagnosis 
facilities

Quality 
data

3,490
lab technicians trained1

“Accurate data is key: it can convince 
health authorities to increase the 
budget to provide care for people 
with haemophilia, and this will lead 
to better quality of health.”

Dr Magda Rakha
president of patient organisation, 
Egypt

Improved quality 
of diagnosis

through NNHF supported activities, 
say 97% of partners

“The training helped doctors become 
alert to a possible diagnosis of 
haemophilia when patients were 
admitted with complaints of frequent 
nosebleeds and the appearance of 
bruises. More patients were sent for 
blood clotting factor tests, and this 
has led to more diagnoses of mild as 
well as sporadic haemophilia thanks 
to an analysis of family history.” 

Dr Inna Berger
haematologist, Uzbekistan

“Since the beginning of the project 
we have diagnosed or re-diagnosed 
around 200 people. We have new 
patients with haemophilia as well 
as some other rare coagulation 
disorders, including one patient with 
severe factor 12 deficiency. We’ve 
also diagnosed several people with 
acquired haemophilia.”

Dr Ciprian Tomuleasa
haematologist, Romania

343
labs established or strengthened1

31,300
patients have been re-tested 

or newly diagnosed1

47
countries developed or improved 

registries1

Diagnosis and registry

1 Source: NNHF programme portfolio data 2005-2021.

Increased diagnosis rate
observed by 100% of partners

Informed policy makers
to continue supporting diagnosis activities 

according to 87% of partners



Educational sessions unite people with haemophilia and family members to learn, voice 
their community’s needs and form a support network. They learn how to cope with their 
condition in daily life, get psycho-social support and improve quality of life through exercise 
and self-infusion.
Together with our partners we define organisational development activities tailored to local needs and strategically 
integrated into their project plan, to help achieve project objectives faster and have one voice when communicating or 
advocating for improved care.
We support our project partners with strategic advocacy plans aimed at including blood disorders on the healthcare agenda, 
ultimately leading to policy changes at national level and an increase in annual budget allocated to bleeding disorders.

Empowered 
people with 
haemophilia

Strong patient 
organisation

Engaged 
authorities and 

community 
network

61,500
people with haemophilia and family 

members educated1

“A Memorandum of Understanding 
has been signed between the 
government and our patient 
organisation. Thanks to advocacy 
efforts, the provincial and local 
governments have allocated budget 
to purchase factor treatment. In 
addition, the authorities plan to 
establish haemophilia care units in 
all provinces as part of the Inclusive 
Health policy.” 

Poshan Senchuri
programme officer of patient 
organisation, Nepal

Improved understanding 
of the condition

leading to overall health improvements, 
observed by 92% of partners

Stronger organisational 
structure

according to 79% of partners

“Information meetings for patients 
and their families, along with 
educational programmes on radio 
and television, give people with 
haemophilia the knowledge to better 
care for themselves. Furthermore, 
education improves their 
self-esteem.”

Christiana Angmor
member of patient organisation, 
Ghana

“We now have a strong patient 
organisation with national and 
provincial chapters. We have 
increased the foundation’s 
membership and organisational 
capacity, including also board 
members representing women’s and 
youth groups.”

Masood Fareed Malik
president of patient organisation*, 
Pakistan 

Empowered leaders 
within the patient 

organisation
say 82% of partners

Members active 
in engaging with 

authorities
say 85% of partners

Awareness and advocacy

1 Source: NNHF programme portfolio data 2005-2021.
* until 31 December 2021.

Changes in policy around 
bleeding disorders 

say 76% of partners


