
CONSTITUTION OF RARE DISEASE UK
1. Name


The name of the group is Rare Disease UK. 

2. Objects 

Rare Disease UK:
(a) is an alliance of stakeholders interested in the field of rare disease; 

(b) has been established to develop strategic planning for rare diseases in the UK;
(c) will campaign for the implementation by the relevant bodies of services and support for those affected by rare conditions;
(d) is a joint initiative between the Genetic Interest Group (the UK alliance of patient organisations which has a membership of over 130 charities supporting children, families and individuals affected by genetic disorders) and the major stakeholders described in Schedule A,  in response to the unmet health care needs of parents and families affected by rare disease who struggle to get access to integrated care and support; and
(e) will help ensure the efficient use of scarce expertise, and the targeted use of health care resources, to maximise the benefits for all patients and families affected by rare diseases across the UK.
3. Powers

In furtherance of its objects set out in Clause 2, Rare Disease UK shall have the following powers:

(a) To promote Rare Disease UK and to develop the range of activities to be carried out by Rare Disease UK to ensure that it can successfully promote its objectives.
(b) To purchase, take on, lease, hire, or otherwise acquire, any property or rights which are suitable for Rare Disease UK's activities.

(c) To improve, manage, develop, or otherwise deal with, all or any part of the property and rights of Rare Disease UK.

(d) To sell, let, hire out, license, or otherwise dispose of, all or any part of the property and rights of Rare Disease UK.

(e) To borrow money, and to give security in support of any such borrowings by Rare Disease UK.

(f) To employ such staff as are considered appropriate for the proper conduct of Rare Disease UK's activities, and to make reasonable provision for the payment of pension and/or other benefits for members of staff, ex-members of staff and their dependants.

(g) To engage such consultants and advisers as are considered appropriate from time to time.

(h) To effect insurance of all kinds (which may include officers' liability insurance).

(i) To invest any funds which are not immediately required for Rare Disease UK's activities in such  investments as may be considered appropriate (and to dispose of, and vary, such investments).

(j) To liaise with other voluntary sector bodies, local authorities, UK or devolved governments and agencies, and other bodies, all with a view to furthering Rare Disease UK's objects.

(k) To establish and/or support any other charitable body, and to make donations for any charitable purpose falling within Rare Disease UK's objects.

(l) To form any charitable company with similar objects to those of Rare Disease UK, and, if considered appropriate, to transfer to any such company (without any payment being required from the company) the whole or any part of Rare Disease UK's assets and undertakings.

(m) To take such steps as may be deemed appropriate for the purpose of raising funds for Rare Disease UK's activities.

(n) To accept grants, donations and legacies of all kinds (and to accept any reasonable conditions attaching to them).

(o) To carry on any other lawful activities which further any of the above objects.

4. Membership

a) Full membership of Rare Disease UK shall be open to: 


i. individuals affected by, or with a professional interest in, the field of rare disease; 


ii. community groups and voluntary organisations working within the field of rare disease;
iii. any other companies, organisations and/or associations who support the development of strategic planning for rare disease in the UK;

iv. juniors under the age of 18 who are interested in the work of Rare Disease UK (these members shall not be entitled to vote at general meetings); and

v. honorary members who may be appointed by the management committee at its discretion (these members shall not be entitled to vote at general meetings) (together the “Members”).

b) The management committee may, at its discretion: 

i. refuse to admit any individual, company, organisation and/or association to membership; and
ii. terminate the membership of any individual or organisation for good and sufficient reason by written notice, providing the Member, or the representative of the organisation concerned, shall have the right to be heard by the committee before a final decision is made.

c) The management committee shall maintain a register of Members, setting out each Member’s full name and address, the date on which they were admitted to membership, and the date on which any individual ceased to be a member.


d) Any individual who wishes to withdraw from membership shall send a signed notice to that effect to Rare Disease UK. The individual shall cease to be a Member on receipt of the notice by Rare Disease UK.


e) Members of Rare Disease UK that are companies or other profit making organisations shall pay a membership fee of such value determined annually by the management committee and to be agreed at each AGM.
f) Membership fees will be determined by the management committee.
 

5. Meetings 


a) The management committee shall convene an annual general meeting (or AGM) in each year, not more than six months after the end of the financial year. Not more than 15 months shall elapse between one AGM and the next. The first AGM shall be held not later than 15 months since the date this constitution is approved.


b) The business of each AGM shall include: a report by the Chairperson on the activities of Rare Disease UK; consideration of the annual accounts; the election/re-election of members of the management committee to act for a period not exceeding 3 years and such other business as the management committee deems appropriate.

c) The management committee may convene a special general meeting at any time, if called for by the Secretary or Chairperson, or if ten Members submit a request in writing. The Secretary shall arrange the meeting within 14 days and shall give at least five days notice to all Members.


d) At least 14 clear days' notice must be given of any general meeting in writing by the Secretary to each Member. 


e) No business shall be dealt with at any meeting of the management committee unless a quorum is present. The quorum for a meeting shall be no fewer than a majority of the total number of all current members of the management committee.


f) If a quorum is not present within 15 minutes after the meeting start time, or if, during a meeting, a quorum ceases to be present, the meeting shall be adjourned to a time and place as may be fixed by the Chairperson.


g) If the Chairperson is not present within 15 minutes after the meeting start time, the members of the management committee shall elect someone from among themselves to act as Chairperson of that meeting.


h) All questions arising at any meeting shall be decided by a simple majority of the votes cast. Every member shall have one vote, which (whether on a show of hands or on a secret ballot) must be given personally.


i) If there are an equal number of votes for, and against, any resolution, the Chairperson shall be entitled to a casting vote.


j) If a secret ballot is demanded, it shall be taken at the meeting and shall be conducted in such a manner as the Chairperson may direct; the result of the ballot shall be declared at the same meeting.

k) The management committee shall ensure that minutes are made of all proceedings at all meetings; a minute shall include the names of those present, and (if possible) shall be signed by the Chairperson of the meeting.
6. Management Committee 

a) The maximum number of members of the management committee shall be ten persons.
b) The management committee may at any time appoint any Member to be a member of the management committee. Any such appointment must be confirmed by the election of the new member of the management committee at the next AGM.
c) The management committee members shall elect from among themselves a Chairperson, a Treasurer and a Secretary, and such other office bearers as they consider appropriate.
d) The management committee will comprise of representatives from each of the major stakeholders described in Schedule A. 
e) A member of the management committee must declare a personal interest in any transaction or other arrangement which Rare Disease UK is proposing to enter into. Such member will be debarred from voting on the matter in question.

f) The management committee may, at its discretion, allow any person who they reasonably consider appropriate, to attend and speak at any committee meeting. Any such person shall not be entitled to vote.

g) The management committee may delegate any of their powers to any sub-committee consisting of one or more committee members and other persons as it may determine; they may also delegate to the Chairperson of Rare Disease UK (or the holder of any other post) such of their powers as they may consider appropriate.
h) Any delegation of powers under clause 6.g) may be made subject to such conditions as the management committee may impose and may be revoked or altered.
i) The rules of procedure for any sub-committee shall be as prescribed by the management committee.
7. Procedure at management committee meetings
a)  Any member of the management committee may call a meeting of the management committee or request the secretary to call a meeting of the management committee.

b)  Questions arising at a meeting of the management committee shall be decided by a majority of votes. If an equality of votes arises, the chairperson of the meeting shall have a casting vote.

c)  No business shall be dealt with at a meeting of the management committee unless a quorum is present (see 5. e)). 
d)  If at any time the number of management committee members in office falls below the number fixed as the quorum, the remaining management committee member(s) may act only for the purpose of filling vacancies or of calling a general meeting.

e) Unless he/she is unwilling to do so, the chair of Rare Disease UK shall preside as Chairperson at every management committee meeting at which he/she is present. If the Chairperson is unwilling to act as Chairperson or is not present within 15 minutes after the time when the meeting was due to commence, the management committee members present shall elect from among themselves the person who will act as Chairperson of the meeting.

f)  The management committee may, at its discretion, allow any person who they reasonably consider appropriate, to attend and speak at any meeting of the management committee. For the avoidance of doubt, any such person who is invited to attend a management committee meeting shall not be entitled to vote.

g)  A management committee member shall not vote at a management committee meeting (or at a meeting of a committee) on any resolution concerning a matter in which he/she has a personal interest which conflicts (or may conflict) with the interests of Rare Disease UK. Such member must withdraw from the meeting while an item of that nature is being dealt with.

h)  For the purposes of clause 7.g), a person shall be deemed to have a personal interest in a particular matter if any partner or other close relative of his/hers or any firm of which he/she is a partner or any limited company of which he/she is a substantial shareholder or director, has a personal interest in that matter.

8. Conduct of members of the management committee
Each of the members of the management committee shall, in exercising his/her functions as a member of the management committee of Rare Disease UK, act in the interests of Rare Disease UK and, in particular, must: 

a) seek, in good faith, to ensure that Rare Disease UK acts in a manner which is in accordance with its objects (as set out in this constitution);
b) act with the care and diligence which it is reasonable to expect of a person who is managing the affairs of another person;
c) in circumstances giving rise to the possibility of a conflict of interest between Rare Disease UK and any other party, put the interests of Rare Disease UK before that of the other party in taking decisions as a member of the management committee; and
d) where any other duty prevents him/her from doing so, disclose the conflicting interest to Rare Disease UK and refrain from participating in any discussions or decisions involving the other members of the management committee with regard to the matter in question.
9. Secretariat

a) The Genetic Interest Group (registered charity 1114195 and company limited by guarantee 05772999) provides the Secretariat of Rare Disease UK at their offices, Unit 4D, Leroy House, 436 Essex Road, London, N1 3QP.

b) The Secretariat is responsible for offering strategic counsel and political and policy expertise in order to maximise the impact of Rare Disease UK’s activities, as well as maintaining administrative functioning of the coalition, including budgeting. 

c) The Secretariat is accountable to the Rare Disease UK membership, as represented by the management committee, and to supporting organisations.

d) The Secretariat is responsible for liaising between Members, management committee and supporting organisations and in this capacity the Secretariat will make available to the full membership minutes of each meeting of the management committee as well as any strategy meetings and updates of the activities of the Secretariat.

10. Accounts 
a) Rare Disease UK shall use the bank account of the Genetic Interest Group (Registered Charity Number 1114195 and a Company Limited by Guarantee 05772999) for all of its financial management and transactions.
b) The Genetic Interest Group accepts, understands and warrants to Rare Disease UK that it:

i) shall keep proper accounting records of the sums deposited and withdrawn by Rare Disease UK (including any interest accrued thereon) (the “Accounts”); and

ii) shall make available on demand to Rare Disease UK any and all such sums as indicated in the Accounts. 

c) The management committee shall ensure that proper accounting records are kept and maintained in accordance with all applicable statutory requirements.  

d) The management committee shall prepare annual accounts, complying with all relevant statutory requirements. Where external scrutiny is required under any statutory provisions (or if the mangement committee otherwise think fit), the management committee shall ensure that external scrutiny of such accounts is carried out by a suitably qualified person. 

e) A statement of the accounts, prepared following the provisions of clause 10.d), for the previous financial year will be submitted by the management committee to the group’s AGM and made publicly available.

11. Property

The title to all property which may be acquired by or on behalf of Rare Disease UK shall be held either in the names of the Chairperson, Treasurer and Secretary or in the names of trustees of a trust, or in name of a nominee company, established for that purpose. Any person or body in whose name Rare Disease UK's property is held shall act in accordance with the directions issued by the management committee from time to time.
12. Dissolution

a) If the management committee determines that it is necessary or appropriate that Rare Disease UK be dissolved, it shall convene a meeting of the Members for which not less than 21 days' notice of the meeting (stating the terms of the proposed resolution) shall be given.

b) If a proposal by the management committee to dissolve Rare Disease UK is confirmed by a two-thirds majority of those present and voting, the management committee shall have power to dispose of any assets held by or on behalf of Rare Disease UK. Any assets remaining after satisfaction of the debts and liabilities of Rare Disease UK shall be transferred to some other charitable body or bodies having objects similar to those of Rare Disease UK, to be decided by the Members of Rare Disease UK at, or prior to, the time of dissolution.

c) None of Rare Disease UK’s assets may be distributed or otherwise applied (on being wound up or at any other time) except to further its charitable purposes.  

d) No part of the income or property of Rare Disease UK shall (otherwise than in pursuance of Rare Disease UK's charitable objects) be paid or transferred directly or indirectly to the Members on dissolution.
13. Miscellaneous

a) Support for Rare Disease UK is provided by industry membership through The Association of British Pharmaceutical Industries, Orphan Disease Industry Group and through the Orphan Disease Industry Group Partnership.

b) Supporting organisations do not direct or control Rare Disease UK strategy, activities or literature in any way. 
c) Rare Disease UK ensures that all its relationships with supporter organisations comply with the principles underlying the Association of the British Pharmaceutical Industry (ABPI) code of conduct, governing the relationship between patient groups and pharmaceutical companies.
14. Alterations to the Constitution

The constitution may be altered by a resolution passed by not less than two-thirds of those present and voting at a general meeting, providing due notice of the meeting, and of the resolution, is given.

15. Declaration
This constitution was approved and adopted by Rare Disease UK at a general meeting held on 13th July 2009.
The initial members of the management committee are:
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Secretary 
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Designation:
Treasurer

Signature 






Name

Address
Schedule A

The key stakeholder groups to be represented are:

· Patient organisations

· Industry - ODIG 

· Industry – Non-ODIG

· Medical researchers

· Healthcare professionals

· Research charities


This list is not exhaustive. 
