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Data Protection

Branches must comply with the Scottish Huntington’s Association’s current Data Protection
Policy which reflects the General Data Protection Regulations that came into force on 25 May
2018. 

The policy is available on request from Communications Lead Roisín Eadie in the National
Office, and Branch Committees and volunteers engaged in relevant activities must read,
understand and apply it. This is a legal requirement.

To give Branches a flavour of what is covered by the policy, the following are things Branches
must do in order to meet the legal requirements:

You must obtain consent to store personal information of members (names, addresses, 
etc.) Links to the Branch Consent Form and Mailing List Consent Form are provided by 
request. 

If you do not have up-to-date consents, you should contact all members of the Branch 

and ask them to complete the Consent to Scottish Huntington’s Association Information’ 

Form. In this context, ‘up-to-date’ means within the last three years; consent should 

therefore be renewed every three years. 

If you have information about an individual who has ceased to be a member of the Branch 
and has not been a member for more than six years, for example by withdrawing or by 
failing to respond to a request to update membership records, you must destroy that 
information, e.g. shred all paper-based information and delete all electronic information. 

You must not keep any sensitive information, for example about a Branch member’s 
health. 

You must not share any personal information you hold about your members with any 
other third party, unless you have explicit written permission. 

You must make sure the information you hold about members is up-to-date and 
accurate. A good way to do this is to conduct a routine review of the information you have 
at the end of each year. Note that HD Specialist staff do not have automatic permissions 
to share clients’ information with Branch Committees. 

You must make sure any information about members is held securely. Paper-based 
information should be kept in a locked place and electronic information (e.g. a list of 
names and addresses) must be password protected. 

You will need to tell members how you will use their personal information (e.g. in order 
to contact them about meetings). 

mailto:roisin.eadie@hdscotland.org


You must not use the personal information you gather for any purpose other than that for
which consent was given (e.g. you cannot use a mailing list of members to send information
about a non-Scottish Huntington’s Association-related event that you would like people to
attend).

You should be prepared to disclose what information you hold about a member to that
person. This is called a ‘subject access request’. Individuals have the right to ask (in writing)
for this information, free of charge, and the Branch Chair must respond within thirty days.

Training in compliance with GDPR is available for Branch Officers and volunteers and should be
undertaken both on first appointment and thereafter as an annual ‘refresher’. Please approach
Executive Assistant Paula Richmond (paula.richmond@hdscotland.org) for assistance in
scheduling a training session or access to a training video.

Welfare grants may be issued by Branches from their own funds to
help individuals and families with Huntington’s disease who are
experiencing a particular difficulty or crisis. For help with setting up
a dedicated budget heading for this purpose, Treasurers may wish
to contact the Finance department of Scottish Huntington’s
Association.

In deciding whether to award a grant, it is essential to follow a clear
and fair process. It is good practice for such decisions to be taken
jointly by at least two people, and for the process to be transparent
to all concerned. Conflicts of interest should be avoided (e.g. a
Committee member judging an application from their own family).
At the same time, it is important that the process should not be
overly bureaucratic, in order to allow decisions to be made swiftly
and without an undue burden of paperwork. 

The Welfare Grant form assists the process in all of these respects.
It should be issued and endorsed by an HD Specialist or health
professional who has been involved in supporting the person or
family applying for the grant. On receipt of the application, the
Branch Committee will give it careful consideration and successful
applicants should receive the grant within a relatively short time. 

The Welfare Grant must not exceed a maximum of £300 for an
individual and £500 for a household in any one year. This ensures
that as many people as possible will benefit from a grant award.

Welfare Grants
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Confidentiality

Communications and brand

All Branches must follow Scottish Huntington’s Association Brand Guidelines detailing use of
logo, colours and key messages. The following details, including our Registered Charity Number,
should also be included in all publications and promotional materials developed by the Branch:

Registered with and regulated by the Office of the Scottish Charity Regulator No: SC010985,
Scottish Huntington’s Association is a wholly Scottish charity and is registered in Scotland as a
company No: 121496. Registered Office: Business First, Burnbrae Road, Paisley, PA1 2FB

Please contact the Communications Lead (roisin.eadie@hdscotland.org) to access the Brand
Manual as well as receiving support and guidance.

SHAre magazine is published on our website three times a year and is distributed by email to all
consenting Scottish Huntington’s Association and Branch members, clients and supporters who have
requested to receive it. 

Branch members also receive regular email bulletins from Scottish Huntington’s Association with
news of the latest developments at the charity, ways to get involved, upcoming events, and updates
from each of the Branches. 

The charity also publishes leaflets and booklets which can be requested from National Office at sha-
admin@hdscotland.org or downloaded from our website. Further information is also shared with
families, supporters, stakeholders and other organisations on Facebook
(ScottishHuntingtonsAssociation), X (ScottishHD), Instagram (scottishuntingtons) and LinkedIn
(Scottish Huntington’s Association).

Some Branches choose to set up their own social media pages: please get in touch with
Communications Lead Roisin Eadie (roisin.eadie@hdscotland.org) for advice and support, including
guidelines for use.

Everyone involved with the Branch must understand and respect the need for 
confidentiality in relation to their roles, in particular, Welfare Grants. 

Information given in confidence from an individual or family member, which 
should not be used or disclosed in a form that might identify them without their 
consent. 

Use of pictures, photographs, videos, audio-tapes or other representations of 
anyone without their written consent. A link to the Consent Form is available by 
request. 
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Key contacts

Alistair Haw
Chief Executive Officer
alistair.haw@hdscotland.org

Catherine Martin
Head of Specialist Services and Income Generation 
catherine.martin@hdscotland.org

Paula Richmond
Executive Assistant
paula.richmond@hdscotland.org

Roisin Eadie
Communications Lead
roisin.eadie@hdscotland.org

Scottish Huntington’s Association Branches
Fife, Moray and Tayside
sha-admin@hdscotland.org

Data protection
Scottish Huntington’s Association
data@hdscotland.org

National Office
Scottish Huntington’s Association
sha-admin@hdscotland.org
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