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Angelman Syndrome Alliance - Code of Ethics

The Code of ethics is added to the Memo Funding Plan and the Policy and Guidelines of ASA.
Approval of these documents is obligatory when a parent organization wants to be a member of ASA.
It is part of the application procedure. All members accept and sign the Memo, Policy and Guidelines,
Code of Ethics and agree to the procedures of ASA as written in our Deed of Incorporation.

Integrity — member should be straightforward and honest in all relationships. This implies not merely
honesty, but fair dealing and truthfulness.

Objectivity — Members should not allow bias, conflicts of interest of undue influence to override
integrity or judgements.

Membership competence and due care — This code of conduct and Ethics is binding on the
members, associates and scientific board of ASA. However it is also binding on the organizations of
the joining ASA parties.

Privacy and confidentiality — Do not disclose new people into a conversation without the consent of
the person you discuss with.

Respect — Treat every person the way you wish to be treated as well. Don’t deliver threats, do not
harass people when they have other opinions. Respectfully make your point.

Resolving — Attempt to resolve issues among each other. When this seems difficult bring the issue to
the attention of the ASA or SAB chairperson. They will try to help. Unresolved issues must be
reported to all ASA members with one email that is drafted by the troubled parties together with the
ASA and SAB chairman. The ASA members may find a way to help resolve the issue in an ‘Open -
discussion’ during one of the annual meetings.

Communication platform — All formal documents concerning ASA can be found on the ASA
Community platform of TEAMS Microsoft. We discuss most issues through that platform and also
have regular video conferences. As an extra we introduces an ASA Whats-app Group to keep in touch
withs the members on lighter topics.

Open email discussion — When the ASA or SAB chairman sees it necessary, the entire ASA community
will be send a ‘bulk-email’ that contains the same topic for all to discuss.

Bulk email — Only ASA or SAB chairman may send an email to the entire ASA community, or with
their consent. If a member wishes to send a bulk-email to all members they need to ask the ASA
chairman if that is okay.

Enforcement — When there is a violation of the Code the ASA members will vote about a proper
penalty during the next international meeting or, if felt needed sooner, digitally.

Review — the Code will be reviewed and updated biennielly by the ASA members.
Procedure if not acting conform the above code of ethics:

- 1st offence: formal talk with responsible ASA and warning, action plan improvement

- 2nd offence: formal talk with responsible ASA, sharing the conduct with all members of ASA,
actionplan improvement

- 3rd offence: suspended from ASA for at least a year.



