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Haemophilia Scotland’s five year strategy divides our actives into three themes; support, information, and 

advocacy.  During the 2016/17 financial year the charity made significant progress in all three themes. 

Support 
Haemophilia Scotland works to provide individuals and families with inherited bleeding disorders in Scotland 

with direct support and opportunities to meet, share experiences, learn from one another, and offer mutual 

support. We did this by, 

 Holding well attended Children and Families support days including a superhero trip to the Blair 

Drummond Safari Park and a family day out at Edinburgh Zoo. 

 Launching the Diagnose Malawi Project with our partners the Society for Haemophilia and Allied 

Disorders (SHAD) in Malawi.  Additional funds were raised from the community through our Walk 

RED Malawi picnic.  The project trained healthcare professional in Malawi to identify potential 

bleeding disorders and informed them of how to refer to new Haemophilia clinics where laboratory 

testing and treatment were available for the first time.  Clinic days were promoted with radio and 

newspaper adverts. 

 Attending the glamourous World Haemophilia Day event at the Glasgow Haemophilia Centre to 

thank the staff. 

 Strengthening the Haemophilia Scotland Women’s group, holding regular meetings including in 

Edinburgh and Glasgow. 

 Holding a “Try something new” day for all ages at Crieff Hydro to encourage people with bleeding 

disorders to stay active and to make connections across the generation. Alex Dowsett, an elite cyclist 

with haemophilia, attended the event to launch the Miles for Haemophilia campaign.   

 Holding a support event for teenagers at the Transition Extreme facility in Aberdeen and promoted a 

sister Escape Room event run by the Edinburgh Haemophilia Centre. 

 Raising awareness of Haemophilia Scotland and our Diagnosis Malawi project with the support of 

Leith Labs, the Zawadi Women’s Choir and our Haemophilia Blood Doctor Crime Scene.  Changes 

were also made to the Haemophilia Scotland constitution to more accurately reflect the international 

development element of our work. 

 Participating in several awareness raising days including, 

o World Hepatitis Day by calling for the early elimination of hepatitis C virus in the Scottish 

bleeding disorders community and took part in the European Haemophilia Consortium 

Round Table meeting on the campaign.  

o World AIDS day by remembering those who have been lost to the virus and promoting the 

Contaminated Blood Memorial Fund.  

o Rare Diseases Day by promoting the Rare Diseases Day photography project and attending 

the Rare Diseases Day reception at the Scottish Parliament. 

o International Women’s Day by sharing stories of women working together to improve 

healthcare to promote the Haemophilia Scotland Women’s Group. 

Information  
Haemophilia Scotland provides accurate, up-to-date, accessible information on all matters related to 

haemophilia, von Willebrands and other inherited bleeding disorders. We did this 



 Providing regular updates of our activities through the blog hosted on the Haemophilia Scotland 

website. The website received 29,059 hits during the financial year. 

 Continuing to add new pages to the website including on the, 

o Contaminated Blood Memorial Fund. 

o Extended Half-life Clotting Factor Products, 

o Welfare and benefits. 

 Promoting the Edinburgh Bleeding Disorders Psychological Support Service Pilot and encouraged 

people who might benefit to ask to be referred. Used an interview conducted by Birchgrove Group to 

highlight the issues which members could address through the service.  

 Raised public awareness of Haemophilia Scotland and inherited bleeding disorders by joining the 

riding of parliament. 

 Providing information on the results of the international SIPPET study which found a lower risk of 

inhibitors when using plasma derived treatment compared with recombinant treatment. 

 Sending a representative to the World Federation of Hemophilia Congress in Orlando to bring back 

the latest information and prepare to welcome the Congress to Glasgow in 2018. 

 Reporting on the European Medicines Agency investigation into the new Direct Acting Antiviral 

therapies for hepatitis C and informed members about the related work of the Medicines and Health 

products Regulatory Agency. 

 Informing members receiving treatment deliveries at home about the change of ownership of the 

company concerned.  

 Giving members the opportunity to hear about people with bleeding disorders across Europe live 

through the European Haemophilia Consortium Haemophilia Stories project. 

Advocacy 
Haemophilia Scotland enables patients and carers to work in partnership with healthcare professional and 

others to continuously improve the treatment, care, and support available to individuals and families with 

inherited bleeding disorders in Scotland.  

 In partnership with the Scottish Inherited Bleeding Disorders Network, conducting a needs 

assessment which was used to improve our services and inform the work plan of the network. 

 Supporting the Scottish Government in establishing the Scottish Infected Blood Support Scheme by 

engaging with our members about changes, data protection requirements, and the objectives of the 

change.  

 Ensuring patients were represented on all three Working Groups and the Steering Group of the 

Scottish Inherited Bleeding Disorders Network.  

 Meeting with the Cabinet Secretary for Health and worked with the Scottish Government to ensure 

the smooth establishment of the Scottish Infected Blood Support Scheme. Gave members 

opportunities to have their questions about the new scheme answered.  

 Participating in the Penrose Inquiry Short Life Working Group whose recommendation to try to find 

the unidentified victims of the contaminated blood disaster were implemented by the Scottish 

Government in full. 

 Responding to the Department of Health consultation on contaminated blood support payments on 

behalf of our members in Scotland who rely on the English support schemes. Briefed key Scottish 

MPs in advance of debates on the contaminated blood issue at Westminster.  

 Encouraging members to take part in the Department of Work and Pensions review of the Personal 

Independence Payments (PIP). 

 

 


