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Introduction 
The Dementia Action Alliance (DAA) is an alliance of organisations taking action on 
dementia. The DAA itself does not provide services to people affected by a dementia 
but it does support those that do. People affected by a dementia have therefore 
been actively involved in the working of the DAA. 
 
This document sets out the DAA’s commitment to involving people affected by a 
dementia. People affected by a dementia and who are actively involved in the DAA 
will be referred to as affiliates in this document. The DAA regularly reviews this 
approach and considers new ways for ensuring that people affected by a dementia 
inform and are involved in every aspect of the DAA’s work. 
 
This document has been reviewed by a person with a dementia/affiliate who has 
maintained his well-being for the last 14 years.  He was involved with the formation 
of the DAA and as such feels he can speak with authority for people living with a 
dementia. The paper has also included input from Innovations in Dementia, a carer 
and the User Involvement Manager at Alzheimer’s Society. 
 

The benefits of involving people affected by dementia in the Dementia 
Action Alliance 
The DAA was launched in October 2010 by the signing of the National Dementia 
Declaration (NDD) by 41 leading organisations taking action on dementia. The NDD 
was developed in partnership with people affected by a dementia and carers, and 
the work of DAA tries to ensure that everything the DAA and each of its members 
does is working towards the objectives of the Declaration. It is therefore imperative 
that people affected by a dementia are involved in every aspect of the DAA’s work. 
The end goal is to make life better for people affected by a dementia; we cannot do 
this without knowing what they want. 
 
The DAA can benefit from involving people affected by dementia in the following 
ways: 

 Improves advice. People with a dementia improve our advice to members 
seeking to create better services for people affected by a dementia 

 Nothing about me without me. DAA projects / programmes are designed on the 
actual needs of people affected by a dementia, rather than the assumed needs 

 Building the case for change. People with a dementia and carers can inform the 
DAA of their experiences providing first-hand stories that build the case for 
change 

 Walking the walk. Quarterly Meetings and Annual Events are designed around 
the needs of member organisations and people affected by a dementia. The DAA 
therefore understands the challenges and opportunities of involving people with 
a dementia in decision-making 

 Acting as an inspiration. Involving people affected by a dementia inspires others 
that are affected to get involved and also help improve the lives of people 
affected by a dementia. There may therefore be an increase in the number of 
affiliates involved in the DAA. 
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People affected by dementia can benefit from getting involved with the DAA in the 
following ways: 

 Significance. Getting involved gives a sense of purpose to people affected by a 
dementia and can sometimes be seen as therapeutic 

 Giving something. Affiliates are doing something positive with their diagnosis 
and helping others affected by a dementia 

 Peer Support. Affiliates can teach others with their first-hand experience 

 Socialising. People affected have the opportunity to meet others affected by a 
dementia and can share their experiences, ideas and concerns 

 Keep fit. It keeps people affected physically and mentally active 

 Opinion. Gives a voice to people affected by a dementia 

 Responsibility. Affiliates can hold decision-makers to account 

 Leave a legacy. People affected by a dementia can feel that the difficult 
experience of living with a dementia has resulted in positive changes and 
improvements for others. 

 

DAA Secretariat’s commitment to including people affected by 
dementia 
The DAA will: 

 Seek the involvement of people affected by a dementia in everything it does 

 Endeavour to incorporate the views of people affected by a dementia from a 
wide range of groups and communities 

 Always be willing to listen to views of others 

 Adapt communication styles to meet the needs of those we are communicating 
with but without being patronising 

 Use language that is jargon-free 

 Make sure that people affected by a  dementia are involved in planning the 
DAA’s work 

 Treat everyone with respect, dignity and fairness 

 Be clear about the purpose of any involvement taking place 

 Suggest to members people affected by a dementia who may be willing to get 
involved with their work 

 Endeavour to hear the views of people at later stages 

 Provide a range of involvement opportunities i.e. other than attending a meeting 

 Increase the number of people affected by a dementia involved in the DAA and 
its members. 

 
Areas of consideration regarding involvement of people 
affected by dementia 
 

Relationship between affiliates & other hosts 
Affiliates of the DAA may also be part of Uniting Carers Dementia UK, Carers’ Call to 
Action and/ or Alzheimer’s Society; as well as many other organisations or groups. 
This often means that they get involved in projects and events that the DAA is not 
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aware of. Some affiliates have got in touch directly because they have heard about 
the DAA and want to get involved.  
 
What DAA will do in 2014/15: 

 Many groups in the DEEP (Dementia Engagement & Empowerment Project) 
network prefer to operate locally. DEEP is a collaboration of Mental Health 
Foundation and Innovations in Dementia, and is supported by the Alzheimer’s 
Society but funded by the Joseph Rowntree Foundation and others. The DAA will 
promote active involvement of local groups in informing local DAAs on any 
feedback on a particular topic nationally as many groups in the DEEP network 
prefer to operate locally.  We will promote active involvement of local groups by 
informing local DAAs and vice versa 

 Alzheimer’s Society supports the active involvement of individuals and groups in 
influencing national initiatives. The DAA Secretariat will liaise with Society staff in 
order to identify people affected by dementia who wish to get involved in the 
work of the DAA 

 The DAA also engages and supports carers through the DAA’s Carers Call to 
Action. 

 
 

Events 

Affiliates are invited to any meeting that the DAA have, this includes: Quarterly 
Meetings, Annual Events, Agenda Setting meetings and Action Group meetings. 
Affiliates that are on the Board are also invited to these. They have the same amount 
of input and information as all other members and can contribute as much or little as 
they want. When looking at the venue and planning the agenda, the needs of people 
with a dementia and carers are always carefully considered. 
 

Considerations regarding events 
Current 
 Inputting into the agenda 

o There is always an agenda setting meeting a couple of months before, 
which affiliates are invited to 

 For those not attending, the Secretariat asks DEEP members’ 
thoughts and anyone else is welcome to contact the DAA with 
suggestions 

 Ensuring that the venue is appropriate 
o We check that the venue is dementia-friendly (also disability friendly) 

 Enriching the involvement of affiliates attending events 
o DAA do not wish to be tokenistic, so we try not to search for people 

affected by a dementia just to increase numbers 
o We ensure that affiliates who want to be involved wish to contribute and 

add value 
o We ask DEEP to invite people. 
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Future 
 Ensuring that the venue is appropriate 

o We check that the venue is dementia-friendly 
 If a person affected by a dementia wishes to come too, they can. 

However this might not be appropriate for anyone not living in 
London, as it would be too big an ask and involve too much 
travelling for a half hour visit 

 Enriching the involvement of affiliates attending events 
o We will look into ensuring that events are publicised in more places e.g. 

members’ care homes, Alzheimer’s Society’s Living with Dementia 
magazine and other dementia related publications (i.e. Journal of 
Dementia Care) 

 Increasing the range of activities 
o We could consider sending out questions to affiliates in advance of a 

meeting, so that they can input into specific elements of the day; making 
a video of the day to send out afterwards; speaking to affiliates prior/ 
afterwards so that they don’t have to attend but feel they have sufficient 
information about the day 

 Affiliates’ role as facilitator 
o Affiliates could have a role in events, such as helping set up the venue. 

This would provide affiliates with a sense of responsibility 

 Hold a session at a DAA meeting on how to involve affiliates in everything the 
DAA does 

o This would be an opportunity for all members and affiliates to input ideas 
and would be interesting to hear the opinions of such a  wide range of 
people 

 Have meetings outside of London 
o A lot of people affected by a dementia do not live in or near London and 

this will therefore give people the opportunity to attend somewhere 
where they do not need to travel as far and is possibly more familiar to 
them. 

 

Board 
Current 
There is one person with a dementia on the Board and 2 deputies (with a dementia), 
who support the elected member by attending Board meetings on a rotational basis.  
There is one carer on the Board, with a second carer there to attend meetings in the 
absence of the elected member. They can also input at any time when feedback / 
decisions are needed.  
 
If papers are distributed regarding the Board, people with a dementia and carers can 
be phoned if needs be so that they are given the opportunity to discuss on a one-to-
one basis. A member of the Secretariat will offer to meet with the carer and person 
with a dementia before a Board meeting for a coffee to ensure that they are 
comfortable and understand the aims/ agenda of the meeting.  
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Future 
 We will keep in regular contact with affiliates on the Board in case their condition 

deteriorates and this could therefore be an opportunity for the affiliate to step 
down, without feeling guilty or embarrassed; and allows for the Secretariat to 
bring up the situation if they have noticed deterioration without feeling like it 
can’t be mentioned 

 At Board meetings, name plates should be on the table so that attendees do not 
feel under pressure to remember names 

 By making the Board meetings more informal it may make affiliates feel more 
comfortable e.g. providing food 

 Always ensure that everyone at the Board meeting is aware that the 
representative has dementia 

 Ensure that there are a sufficient number of breaks and opportunities for 
questions 

 Do not use jargon or acronyms (this is beneficial to all attendees) 

 Discuss with all Board members how the meeting can be conducted in a 
dementia-friendly fashion 

 Always check with the representative after the meeting how it went and if they 
have any feedback 

 As is current practise, meetings should open by everyone introducing 
themselves. 

 
 

Advice to members – how to engage people affected by dementia in 
their work 
The1,860 members (correct at the time of writing) of the DAA should all be doing 
work that will benefit people with a dementia and carers, such as conducting 
research or providing direct services. All DAA members would therefore benefit from 
involving people affected by a dementia. The Secretariat will investigate 
opportunities to advise all members on involving people with a dementia and carers, 
recognising their valuable help and insight; encouraging each member to create their 
own strategy for involving people affected by a dementia. 
 

Future 
 Members provide case studies of involving people affected by a dementia in their 

projects and we can highlight it on the DAA website 

 If members can’t find affiliates to involve in their projects (e.g. commercial 
businesses), they have the option to contact the Secretariat or their local co-
ordinator who will find a group who wish to get involved with their project. 

 
 

How the DAA Secretariat supports people with dementia 
 DAA will offer to book travel and accommodation for each meeting and cover the 

expenses for affiliates  
o However, some people prefer to pay for their own and claim back. 

Otherwise we can block out time to do mass booking or simply ensure we 
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start booking far in advance to ensure that we have time to book for 
everyone 

o Provide support – if they are booking themselves, ensure that they have 
all the information they need. If we are booking, then ensure that we 
have the correct details from them first, to make sure that we are not to-
ing and fro-ing 

o Ensure affiliates invited is proportional to capacity of venue 
o If affiliates are unsure whether to attend, speak to them via email or 

phone before they are confirmed to ensure that it is necessary for them 
to attend 

o Ensure that nothing is ever promised, to ensure that affiliates don’t have 
any presumptions. 

 Ensuring enough time to scope out affiliates for events 
o DEEP (Dementia Engagement & Empowerment Project) can ask people 

from different groups. They will also know who is best to attend each 
event. 

 
General future plans 
 Consider collating emergency contact details for the next of kin of people with a 

dementia, in case of an emergency at an event 
o These will be kept confidential 

 DAA co-ordinators will have connections with affiliates in their area 
o The co-ordinator can invite them to Annual Events and pass on any 

information that we send to them e.g. newsletters 

 Living with Dementia magazine, produced by Alzheimer's Society could publish a 
story of an affiliate twice a year, which would highlight their involvement in the 
DAA 

o An advert at the end of this article could ask for affiliates that wished to 
also get involved in the DAA. 

 Providing support on expenses 
o By asking affiliates to simply send through receipts and tickets for 

everything is clearer and doesn't involve any writing or deliberating over. 
 


