
 

Rare Disorders NZ 
 
About RDNZ 
Rare Disorders NZ (formerly NZORD) is a connector hub and collective voice for patients and 
families affected by rare disorders. Rare diseases affect about 6% of New Zealanders. 
There is no acknowledged definition of rare disease in NZ, however RDNZ follows the 
European Union policy which defines a disorder as rare when it affects less than 1 in 
2000. More than 6,000 rare disorders collectively affect around 300,000 New Zealanders. Of 
this number, 50% are children.  
www.raredisorders.org.nz  

 
Job Description: Chief Executive 
 
Reporting to:   Trustees and Chair (Board) 
Location:   Wellington 
Hours:    24 hrs per week (0.6 FTE) or 32hrs per week (0.8 FTE) 
Annual leave, Kiwisaver and other entitlements: As per legal requirements 
 
Purpose of the Job: 

 Work with the Chair to ensure that the Board formulates and regularly reviews 
RDNZ’s vision, mission and strategic priorities. 

 Deliver, through appropriate plans and in accordance with agreed policies and 
protocols, RDNZ’s vision, mission and strategic priorities. 

 Ensure that RDNZ is well administered and meets its governance responsibilities. 
 Enhance RDNZ’s impact and profile locally, regionally and nationally. 

 
Principal Tasks: 
Leading and managing the organisation 

 Work with the Board to ensure that RDNZ’s strategic plan is regularly updated and 
guides RDNZ in achieving objectives and meeting the needs of our beneficiaries. 

 Lead the implementation of the work plan sitting under the strategic plan, including 
reviewing progress against the plan and setting appropriate targets. 

 Develop operating policies to ensure programmes and activities are implemented 
effectively. 

 Ensure RDNZ remains responsive to the needs of rare disease families and that RDNZ 
can demonstrate our value and impact of its work to rare disease families. 

 Have responsibility for day-to-day financial management of RDNZ including 
preparation of budgets for agreement by the Trustees and ensuring that income is 
maintained, and expenditure is controlled in line with budgets and that potential 
risks are identified and managed. 

 Define and secure the resources (human, material and financial) needed to operate 
effectively. 



 
 Lead, manage and support the staff team to maximise their personal contributions. 
 Ensure that RDNZ has the appropriate policies, procedures, systems and processes in 

place and that they are implemented and followed. 
 
Promotion of RDNZ 

 Maintain effective networks with all principal supporters and stakeholders. 
 Seek opportunities to expand and promote the role of RDNZ. 
 Ensure RDNZ is presented in an appropriate and professional manner to its 

stakeholders. 
 Represent (or arrange for staff to represent) RDNZ in appropriate public forums such 

as speaking at conferences; attending sector policy forums; producing written 
material and promotional material. 

 Represent and maintain effective relationships and networks with principal 
supporters, collaborators and stakeholders. 

 Lead policy and advocacy activities including maintaining and developing 
relationships with relevant Government departments and regulators and with other 
significant decision makers. 

 Represent RDNZ at meetings with Government, Ministries, MPs, as part of alliances 
and any opportunity available on behalf of our collective to expand awareness of the 
key needs and issues in a solution focused manner. 

 Represent (or arrange for staff to represent) the charity in the press and provide 
public appearances, interviews or quotes when required. 

 Represent the charity at key events (fundraising or otherwise) 
 
Fundraising and income generation 

 Develop income generation strategies to maintain and enhance the level of funding 
from existing sources and develop new funding streams. 

 Develop and build relationships with partners, supporters, funders and potential 
funders to maximise opportunities for income generation. 

 Provide direction and support to any staff (grant writer, fundraiser, etc.) and 
volunteers involved in income generation activities and ensure team efforts are 
coordinated. 

 
Working with the Trustees 

 Ensure the Trustees receive appropriate presentation and reporting on the progress 
of the organisation and on all matters relevant to the discharge of the Trustees’ 
responsibilities. 

 As agreed with the Chair, develop policy proposals for Board discussion and decision. 
 Provide in a timely manner, regular updates and all necessary information that will 

assist the Board in carrying out its responsibilities. 
 Support the Chair in ensuring the continued engagement/involvement of all 

members of the Board. 



 
 As appropriate, monitor and advise on the composition of the Trust, its committees 

and the process of self-assessment and development. 
 Ensure an annual calendar of meetings of the Board and any subcommittees is in 

place. 
 Prepare a draft annual plan and annual report for the Board’s consideration, decision 

and governance. 


