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Introduction
We have been working successfully over the past four years on the basis of a strategic plan which
was devised in 2006.
Now it is time to move forward, to re-examine our programmes, activities and services and to set
out our vision for the coming years. We shall adapt and tailor our work to ensure that we continue to provide the optimum information, services and support to all those with haemophilia, von
Willebrands disease, rare bleeding disorders and their families. This new strategic plan will govern our direction and our activities for the next four years.
As a nation and as a community of persons with bleeding disorders, we face
challenging times. A difficult economic, political, and health organisation environment is clearly on
the cards. We pledge to work constructively with all stakeholders to move ahead with the changes
and improvements required in the delivery of healthcare for all persons with hereditary bleeding
disorders. We will actively assist and advocate for all in our community. We will pay particular
attention to ensure that persons with von Willebrands, rare bleeding disorders or women with
bleeding disorders do not feel marginalised and will become fully aware of the services, support
and educational material available from our organisation. We will embrace changing methods of
communication, including social media, to ensure that our message is received. In a world where
a cure for haemophilia remains a distant dream, the cure for isolation, for fear and for loss of hope
is community and that, for those with bleeding disorders, is the Irish Haemophilia Society.

Brian O’Mahony
Chief Executive
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Irish Haemophilia Society
Strategic Plan 2011 – 2014

Goals
There are four goals in the Strategic Plan:
1.

Provision of optimum support and services for all people with haemophilia and
related bleeding disorders and their families.

2.

Representing the interests of people with haemophilia with all external bodies and
agencies.

3.

Ensuring the viability and development of the organisation in the future.

4.

Ensuring the Society plays a full and active role in the development of haemophilia
care globally.

3

Goal 1:
Provision of optimum support and services for all people with haemophilia
and related bleeding disorders and their families.

Objectives:
1.
Provide optimal support and services for ageing people with haemophilia.
2.

Provision of optimum support and services for all people with haemophilia,
related bleeding disorders, and their families.

3.

Provide support and services to women with bleeding disorders (WBD) and carriers.

4.

Provide optimal support and services to people with rare bleeding disorders (RBD)
and their families.

5.

Provide optimal support and services to people with mild haemophilia.

6.

Provide optimal support and services to young adults with bleeding disorders.

7.

Provide optimal support and services to people with young children and their
families.

8.

Provide optimal support and services to people with Hepatitis C and HIV.

9.

Provide optimal support and services to all persons with bleeding disorders and their
families.

10.

Ensure our programmes and activities meet the real and changing needs of our
members.

11.

Ensure our publications and website meet the real and changing needs of our
members.
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Goal 2:
Representing interests of people with haemophilia with all external bodies
and agencies.

Objectives:
1.
Ensure that the safest and most efficacious treatment continues to be available to
all members.
2.

Work with the National Haemophilia Council (NHC) to optimise the development of
care for people with bleeding disorders.

3.

Optimise our representation of members on the Consultative Council for Hepatitis C.

4.

Optimise liaison and co-operation with the Comprehensive Care Centres.

5.

Constructive engagement with the Department of Health and Children (DOHC) and
the Health Service Executive (HSE).

6.

Identify new relevant external bodies, agencies and individuals.

7.

Maintain and develop the I.H.S. as a repository of expertise in haemophilia care and
organisational development.

8.

Implement effective media, public relations and political strategies.
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WE ARE THE FUTURE

Goal 3:
Ensure the viability and development of the organisation in the future.
Objectives:
1.
Increase active membership in Society.
2.

Optimise staff development.

3.

Ensure board development and succession planning.

4.

Optimise volunteer recruitment, development and retention.

5.

Examine the feasibility of broadening the community to include clotting disorders.

6.

Ensure the level of core funding is optimised.

7.

Broaden the funding base.

8.

Ensure governance continues to reflect best practise.

9.

Business model to provide additional services.
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Goal 4:
Ensure the Society plays a full and active role in the development of
haemophilia care globally.

Objectives:
1.
Maintaining and developing our twinning programme.
2.

Where possible provide assistance to the World Federation of Hemophilia (WFH) in
achieving their objectives.

3.

Play a constructive role in developments in haemophilia care in Europe.

4.

Increase awareness among I.H.S. members of the reality of haemophilia care
globally.

5.

Establish overseas development fund.
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Goal 1:
Objective 1:

Provision of optimum support and services for all people with
haemophilia and related bleeding disorders and their families.
Provide optimal support and services for ageing people with
haemophilia.

Strategies:
1.
Work with the National Centre for Hereditary Coagulation Disorders (NCHCD) to produce
agreed protocols on monitoring and treatment.
2.

Develop specific publications and educational material.

3.

Work with members individually to assist them to maintain
independence and quality of life.

4.

Phone contact with each member annually.

5.

Organise specific conferences or educational sessions.

6.

Monitor and adapt best practice from abroad.

Objective 2:

Provision of optimum support and services for all people with
haemophilia and related bleeding disorders and their families.

Strategies:
1.
Ensure that all relevant publications are sent to all with vWD on National register via the
NCHCD.
2.

Increase the number of persons with vWD on our mailing / membership list.

3.

Produce specific publications and educational materials.

4.

Organise specific conference or educational sessions.

5.

Increase public awareness that the I.H.S. provide services for persons with vWD via
Haemophilia Treatment Centres (HTCs) and Media.

Objective 3:

Provide support and services to women with bleeding disorders
(WBD) and carriers.

Strategies:
1.
Ensure that all relevant publications are sent to all WBD on the National Register via the NCHCD.
2.

Increase the number of WBD on our mailing / membership lists.

3.

Produce specific publications and educational materials.

4.

Organise a specific conference for WBDs at defined intervals.

5.

Increase public awareness that the I.H.S. provide services for WBD
via HaemophiliaTreatment Centres and Media.

6.

Examine the results from specific WBD projects organised by other
National Haemophilia Patient Organisations.
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Objective 4:

Provide optimal support and services to people with rare
bleeding disorders (RBD) and their families.

Strategies:
1.

Ensure that all relevant publications are sent to all with RBD on
the National Register via the NCHCD.

2.

Increase the number of people with RBD on our mailing /
membership lists.

3.

Carry out survey of requirements in collaboration with the NCHCD.

4.

Examine feasibility of organising a specific conference / meeting.

Objective 5:

Provide optimal support and services to people with mild
haemophilia.

Strategies:
1.
Produce a publication on mild haemophilia.
2.

Ensure that all relevant publications are sent to all people with mild haemophilia on the
National Register via the NCHCD.

3.

Increase the number of people with mild haemophilia on our mailing / membership lists.

4.

Obtain feedback from current members with mild haemophilia.

Objective 6:

Provide optimal support and services to young adults with
bleeding disorders.

Strategies:
1.
Organise a specific conference for 18-30 year old persons with bleeding disorders.
2.

Increase use of social media tools.

3.

Systematic evaluation of models used by other countries.

4.

Mentoring and leadership by established young adults.
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Objective 7:

Provide optimal support and services to people with young children
and their families.

Strategies:
1.
Organise the Parents Empowering Parents (PEP) programme.
2.

Identify the requirements of parents of newly diagnosed children and those with children with
haemophilia under the age of 5 years old.

3.

Provide on-going educational opportunities for children.

4.

Provide support and services to parents with newly diagnosed children.

5.

Encourage and facilitate development of support groups for mothers and fathers.

6.

Systematic development of new services and tailoring existing services based on expressed
need.

7.

Liaise with comprehensive care centre’s to identify requirements and target resources.

8.

Establish forums to collect the views of the children.

Objective 8:

Provide optimal support and services to people with Hepatitis
C and HIV.

Strategies:
1.
Provide regular updates on advances in treatment.
2.

Organise an annual conference to provide information and peer support.

3.

Establish a forum to address partners’ issues.

4.

Facilitate the organisation of peer support groups of members.

5.

Provide optimum support to members undergoing treatment.

6.

Liaise with members to ensure they are getting optimum benefit from the HAA Card.

7.

Provide education and information on staying healthy.

8.

Provide written communication updates to members on tax and finance issues.
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Objective 9:

Provide optimal support and services to all persons with bleeding
disorders and their families.

Strategies:
1.
Draft clear guidelines for the provision of financial assistance to families.
2.

Proactive identification of members who require support.

3.

Ensure that all members are contacted by phone at least on an annual basis to ascertain their
needs.

4.

Identify members and families who require home visits and carry this out systematically.

5.

Re-examine objectives and frequency of regional visits and redesign if possible to optimise
attendance.

6.

Re-examine objectives and frequency of specific topic meetings and redesign if possible to
optimise attendance.

7.

Work with HHT fund to optimise assistance and activities for members with HIV.

8.

Identify additional sources of funding for this area as required.

Objective 10:

Ensure our programmes and activities meet the real and changing
needs of our members.

Strategies:
1.
Carry out surveys on what members require from our activities.
2.

Examine the current programme approach to all conferences and adjust if required.

3.

Organise panel discussions with haemophilia teams from the comprehensive care centres.

4.

Systematic review of other programmes from other national haemophilia organisations.

5.

Targeted outreach to non-nationals living with haemophilia in Ireland.

Objective 11:

Ensure our publications and website meet the real and changing
needs of our members.

Strategies:
1.
Increase peer provided content on website.
2.

Survey members on relevance and content of current regular publications.

3.

Planned schedule of specific targeted publications for a four year period.

4.

Work with medical teams at comprehensive care centres to ensure timely medical input into
publications.

5.

Ensure regular publications reflect demographic diversity.

6.

Carry out regular surveys and data collection and publish results where beneficial.

7.

Increase electronic distribution of publications and increase the number on the electronic
mailing list.
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Goal 2:

Representing interests of people with haemophilia with all external
bodies and agencies.

Objective 1:

Ensure that the safest and most efficacious treatment continues to
be available to all members.

Strategies:
1.
Work in collaboration with the Haemophilia Product Selection and Monitoring Advisory Board
(HPSMAB) and new contract holder to ensure the country purchases the safest and most
efficacious products.
2.

Identify and train volunteers and / or staff who will develop expertise required to represent
the I.H.S. on the HPSMAB in the future.

3.

Maintain and update knowledge in relation to new product developments and EU
procurement law.

4.

Develop and utilise expertise on Health Technology Assessments and economics.

Objective 2:

Work with the National Haemophilia Council (NHC) to optimise the
development of care for people with bleeding disorders.

Strategies:
1.
Work with the NHC on the development of a new NHC Strategic Plan.
2.

Ensure our representation on and with the NHC is optimal.

3.

Contribute to the planning and monitoring group of the NHC on an on-going basis.

Objective 3:

Optimise our representation of members on the Consultative
Council on Hepatitis C.

Strategies:
1.
Work proactively with the Consultative Council on Hepatitis C on development of services.
2.

Work proactively with the HSE and Hepatitis C Liaison Officers to ensure members’ reason
able requirements are met.

3.

Ensure that members with Hepatitis C are not disadvantaged by any economic retrenchment
in this area.

4.

Work proactively with liver transplant centres to ensure the requirements of members are
understood and integrated.

5.

Ensure succession planning for the Council and careful selection of representation on work
groups.

6.

Maximise the number of people with haemophilia / vWD who contribute to the Hepatitis C
Database.

7.

Encourage members to attend Hepatitis C events.
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Objective 4:

Optimise liaison and co-operation with the Comprehensive Care
Centres.

Strategies:
1.
Scheduled regular team meetings with all Comprehensive Care Centres.
2.

Scheduled meetings with secondary centres at times of regional visits and in conjunction with
the NHC.

3.

Work with Comprehensive Care Centres on optimising the use of factor concentrates and
collection of required data.

4.

Work with Comprehensive Care Centres to expedite the full availability of system for
electronic data collection of home treatment records.

5.

Arrange distribution of I.H.S. publications to everyone on the National Register by national
centres.

6.

Arrange for display of I.H.S. publications at Comprehensive Care Centres and display of
specific publications, posters and event information at specific clinics.

7.

Work with Comprehensive Care Centres to encourage people with haemophilia to co-operate
and collaborate with data collection.

8.

Examine the feasibility of having an official I.H.S. attendance at specific clinics.

Objective 5:

Constructive engagement with the Department of Health and
Children (DOHC) and the Health Service Executive (HSE).

Strategies:
1.
Positive engagement with the HSE in line with the Service Level Agreement.
2.

Awareness of and engagement with on-going changes in the organisation of the health care
system.

3.

Positive engagement with the DOHC on health policy issues affecting people with
haemophilia.
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Objective 6:

Identify new relevant external bodies, agencies and individuals.

Strategies:
1.
Research the changing NGO environment.
2.

Interact with new NGOs or umbrella groups as required.

Objective 7:

Maintain and develop the I.H.S. as a repository of expertise in
haemophilia care and organisational development.

Strategies:
1.
Contribute to a safe and secure blood supply for all Irish people.

Objective 8:

Implement effective media, public relations and political strategies.

Strategies:
1.
Cultivate relationships with key journalists and media contacts.
2.

Timely briefing and delivery of material to appropriate media.

3.

Organise media coverage for specific publications aimed at target demographic groups.

4.

Schedule regular meetings with government, opposition health spokespersons and Oireachtas
Health Committee.

5.

Organise in-house advocacy, lobbying and media training.
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Goal 3:

Ensure the viability and development of the organisation in the
future.

Objective 1:

Increase active membership in Society.

Strategies:
1.
Arrange for I.H.S. publications to be sent to everyone on the National Register.
2.

Increase public awareness of the Society, possibly in
conjunction with World Haemophilia Day.

3.

Arrange for the Comprehensive Care Centres to distribute
information packs on the I.H.S. to all newly registered patients.

4.

Arrange media coverage of specific publications and conferences.

5.

Arrange with the NCHCD for information packs to go to non-nationals attending the NCHCD.

6.

Ensure that appropriate information is made available to non-nationals with bleeding disorders.

Objective 2:

Optimise staff development.

Strategies:
1.

Identify training required on an annual basis both
in-house and external.

2.

Annual formal evaluation and performance review for
all staff.

3.

Biannual consultation on performance in relation to
their specific roles and role development with all staff.

Objective 3:

Ensure board development and succession planning.

Strategies:
1.

Analyse succession planning and board structure of
5–10 other Non Governmental Organisations (NGOs).

2.

Induction training for new board members.

3.

Familiarise members with the role and work of the
board.

4.

Annual review and provision of external or specific
training required for the board.
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Objective 4:

Optimise volunteer recruitment, development and retention.

Strategies:
1.
Appoint staff member to co-ordinate volunteer involvement in conferences under the
direction of a volunteer leader.
2.

Volunteer induction training.

3.

Develop and implement specific volunteer training
programme.

4.

Mentoring and motivation for work involving specific
expertise.

5.

Develop and utilise a database of volunteer skills and
educational qualifications.

6.

Appoint a general volunteer co-ordinator.

7.

Provide a volunteer grant for attending the WFH Congress 2012.

Objective 5:

Examine the feasibility of broadening the community to include
clotting disorders.

Strategies:
1.
Establish working group with clinicians to examine feasibility of providing services for persons
with thrombophilia.
2.

Review report of working group and recommend actions to be taken.

3.

Examine utility and advisability of changing the name of the organisation.

Objective 6:

Ensure the level of core funding is optimised.

Strategies:
1.
Demonstrate that funds provided are beneficially used by measuring
the outcome and impact of programmes and activities.
2.

Ensure visibility with media and high impact representation on external bodies.

3.

Engage constructively with the HSE via Service Level Agreement (2.5.1).

4.

Collect and publish experiential data.

16

Objective 7:

Broaden the funding base.

Strategies:
1.
Carry out planned giving campaign for specific projects.
2.

Create a culture of philanthropy among members.

3.

Promote giving through legacies.

4.

Establish fundraising committee with a specific staff person responsible.

5.

Increase funding from existing and new pharmaceutical companies.

6.

Identify and engage with new sources of funding.

7.

Identify future capital project to optimise benefit to members.

Objective 8:

Ensure governance continues to reflect best practise.

Strategies:
1.
Analyse succession planning and board structure of 5 – 10 other NGOs (3.3.1).
2.

Ensure policies and procedures comply with legislation and reflect any changes in legislation.

3.

Induction training for board members (3.3.2).

Objective 9:

Business model to provide additional services.

Strategies:
1.
Monitor service provisions from Haemophilia Treatment Centres (HTCs) and identify gaps.
2.

Outline proposals for the I.H.S. to provide these services.
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Goal 4:

Ensure the Society plays a full and active role in the development of
haemophilia care globally.

Objective 1:

Maintaining and developing our twinning programme.

Strategies:
1.
Initiate new twinning programme with Vietnam.
2.

Ensure that joint action plan with twin is continuously monitored and implemented.

3.

Explore possibility of involving Irish Government Development Aid Agency.

4.

Publish results and analysis.

Objective 2:

Where possible provide assistance to the World Federation of
Hemophilia (WFH) in achieving their objectives.

Strategies:
1.
Evaluate current I.H.S. assistance in light of changing WFH objectives.
2.

Identify I.H.S. resources which can be utilised.

3.

Assist the WFH in distribution of donated factor worldwide.

4.

Encourage and offer support to Comprehensive Care Centres to consider involvement in a
WFH twinning programme.

Objective 3:

Play a constructive role in developments in haemophilia care in
Europe.

Strategies:
1.
Play a leading role in achieving consensus on major issues in relation to blood and plasma.
2.

Ensure our publications are available to other European countries.

3.

Provide proactive input into relevant directives, guidelines and regulations from EU, Council
of Europe or European Medicines Agency (EMA) directly or via European Haemophilia
Consortium (EHC) or Plasma Users Group (PLUS).

4.

Play a leading role in relevant data collection in Europe.
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Objective 4:

Increase awareness among I.H.S. members of the reality of
haemophilia care globally.

Strategies:
1.
Include a talk at an I.H.S. conference annually on care in another country or region.
2.

Include articles in our newsletters and website on care in developing countries.

3.

Develop methods to assist members to empathise with people with haemophilia in target
countries.

Objective 5:

Establish overseas development fund.

Strategies:
1.
Draft guidelines and protocols for income and expenditure of fund.
2.

Identify external sources of funding.
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IRISH HAEMOPHILIA SOCIETY
First Floor
Cathedral Court
New Street
Dublin 8
Tel: 01 6579900
Fax: 01 6579901
Email: info@haemophilia.ie
Website: www.haemophilia.ie

