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Our partners build capacity in their projects through organisational development, 
creating medical networks and establishing or strengthening care centres, facilities and 
service delivery.
Building skills amongst healthcare professionals comprises basic as well as in-depth training which is 
delivered in the project country or abroad. In 2020 the COVID-19 pandemic resulted in cancellation of 
live training sessions and events. More than 90% of the 55 ongoing NNHF projects in 2020 had to adapt 
activities and timelines.

Skilled 
experts

Care 
facilities

Organisation
of care 

delivery

49,300
healthcare professionals trained1

“Physicians and nurses are now 
trained in physiotherapy and to 
prevent life-threatening bleeds. 
It was really nice to hear positive 
feedback from patients that the 
medical staff have begun to treat 
people with haemophilia more 
professionally and with greater 
knowledge about their condition.” 

Dr Inna Berger
haematologist, 
Uzbekistan

Fewer hospitalisations
per patient observed by 64% 

of partners

“Training motivates the team to 
empower people with haemophilia 
to self-infuse. By monitoring patients 
via WhatsApp, we can stay close 
to their needs. If they are far from 
the hospital, we provide solutions 
to prevent complications requiring 
hospitalisation or have social 
workers follow up.”

Dr Natalia Padilla  
haematologist,  
Mexico

“All of our patients are now able 
to self-infuse. This is a big change 
from before when they had to travel 
long distances to see a healthcare 
professional for emergencies.”

Dr Yohannie Mlombe
haematologist, 
Malawi

729
centres established or strengthened1

402
of these are satellite and primary 

care sites1

National care guidelines
updated, printed or distributed 
through NNHF projects by 49%  

of partners

Capacity building

1 Source: NNHF programme portfolio data 2005-2020.

Reduced distance  
to receive care

according to 59% of partners

Improved quality of care
with 89% of partners using national 

guidelines to provide better care



Only one in four of those 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

3,460
lab technicians trained1

“Through our meetings with the 
Ministry of Health, we have been 
asked to set up treatment centres 
in three other regions. This is 
encouraging as it demonstrates 
a real impact of advocacy and 
awareness at the level of the 
healthcare authorities.” 

Chilufya Pikiti
founding member of the patient 
organisation, Zambia

Improved quality 
of diagnosis

through NNHF supported activities, 
say 85% of partners

“Some provincial hospitals in 
Vietnam have been able to improve 
their diagnostic testing capabilities 
after participating in our training 
programme to expand the satellite 
haemophilia network. These 
include a number of tests that were 
not previously possible, such as 
quantifying factor VIII and IX, or 
mixing studies to detect inhibitors.”

Dr Nguyen Thi Mai 
haematologist,  
Vietnam

“We have seen an increased number 
of patients registered thanks to 
awareness-raising visits by caravans 
arranged in cooperation with the 
NNHF.” 

Dr Magda Rakha
president of patient organisation, 
Egypt

338
labs established or strengthened1

29,700
patients have been re-tested 

or newly diagnosed1

54
countries developed or improved 

registries1

Diagnosis and registry

1 Source: NNHF programme portfolio data 2005-2020.

Increased diagnosis rate
observed by 77% of partners

Committed authorities
to continue supporting diagnosis activities 

according to 85% of partners



Educational sessions unite people with haemophilia and family members to learn, 
voice their community’s needs and form a support network. Activities with patient 
organisations include organisational development and succession planning.
Topics covered in educational sessions include, amongst others, how to cope with the condition in daily 
life, psycho-social support and specific areas of haemophilia care such as exercise and self-infusion. 
Together with our partners we define organisational development activities which are tailored to the local 
needs and strategically integrated into their project plan, to support achieve project objectives faster and 
have one voice when communicating or advocating for improved care.

Empowered 
people with 
haemophilia

Strong patient 
organisation

Engaged 
authorities and 

community 
network

59,000
people with haemophilia and family 

members educated1

“We were encouraged to see four of 
Nepal’s provinces allocating budget 
for the procurement of factors in 
2020. The Ministry of Health and 
Population also budgeted on a 
national level to purchase treatment 
for the haemophilia community. They 
have developed a National Health 
Policy that includes the establishment 
of laboratories in each of our seven 
provinces.” 

Nabin Dhungel
president of patient organisation, 
Nepal 

Improved understanding 
of the condition

leading to overall health improvements, 
observed by 85% of partners

Stronger organisational 
structure

according to 85% of partners

“Patients know what to do at home 
now in case of a bleed, and they 
also know when they need to be in 
the hospital. More patients can now 
self-infuse. Plus, we have been able 
to teach the families skills to help 
them earn a little income to offset the 
economic hardship in our country.” 

Megan Adediran
president of patient organisation, 
Nigeria

“We see signs of greater 
engagement at every level of the 
Kenya Haemophilia Association. 
Parents and patients are taking up 
advocacy initiatives, while healthcare 
professionals are helping improve 
care and treatment. People within 
the patient organisation are more 
aware of their responsibilities and 
feel they are an active part of the 
change.”

James Kago 
board member of patient 
organisation, Kenya  

Empowered leaders 
within the patient 

organisation
say 77% of partners

Members active 
in engaging with 

authorities
say 88% of partners

Education and empowerment

1 Source: NNHF programme portfolio data 2005-2020.

Changes in policy around 
bleeding disorders 

say 72% of partners


