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dementia:2019 
Report based on a carer engagement 
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INTRODUCTION  

The event took place on Thursday 23 May 2019 from 10:30 to 12:30 at Nottingham 

Road Community Fire Station, Nottingham Road, Chaddesden, Derby, DE21 6FP. It 

was run in conjunction with Making Space and Derbyshire Fire and Rescue Service 

and was aimed at people living with dementia and carers for people with dementia. 

Over 60 people were in attendance. 

During the course of the event, Creative Carers team members sat with individual 

carers on a 1-2-1 basis and discussed three questions relating to their experiences 

of support for carers, formal and informal, within Derby and Derbyshire. The 

information provided by the participants during these conversations and recorded on 

feedback forms constitutes the basis of this report. 

The three questions discussed with carers were:  

 What support have you had that has been helpful to you? 

 What support have you had that has challenged (frustrated/annoyed) you and 

why? 

 What support would you like but haven’t had? 

This report: 

 Summarises key points made by carers 

 Provides context and specifics where available 

 Identifies prevailing themes in the feedback provided. 

Who was there: 

The event was attended by: 

 People currently living with dementia and memory loss 

 People who are currently carers for family members and/or friends with 

dementia and memory loss 

 People who had previously been carers for family members and/or friends 

with dementia and memory loss but who were no longer carers due to their 

loved ones passing away or having moved into permanent residential care. 

Key themes: 

Some key themes emerged from our discussions: 

 The value of community support groups 



3 
 

 A general disillusionment with Social Service provision 

 Mixed feelings about the quality of information available to carers 

What support have you had that has been helpful to 

you? 

Positive feedback can be broken down into four areas: 

1. Healthcare 

2. Community Support 

3. Housing  

4. Social Services 

Healthcare: 

Carers reported that their General Practitioners and their surgery care-co-ordinators: 

 Were very helpful generally 

 Provided practical help, such as in obtaining a mobility scooter 

 Signposted them to relevant local support groups. 

Community Support: 

Carers were consistent in the reasons why they valued various community groups: 

 They are helpful and approachable 

 They can provide help and advice on financial issues such as PIP 

applications, forward planning, etc. 

 They keep in regular contact to check how the carer and cared-for are 

 They provide regular updates on forthcoming events or activities that may 

interest or be of use to carers and cared-for 

 They provide the opportunity to socialise with other carers and people with 

dementia, reducing feelings of isolation 

 They provide the opportunity for carers to share advice based on their own 

experiences and to learn from other carers 

 They provide mental stimulation for carers and cared-for. 

Housing: 

 On request, the housing agency provided refurbishment internally promptly 

and without delay 

Social Services: 

 It was felt that Social Workers could be helpful and efficient 

 The processing of a Carer’s Assessment and funding package was completed 

on time. 
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What support have you had that has challenged 

(frustrated/annoyed) you and why? 

Negative feedback can be broken down into six areas: 

1. The balance of information available 

2. Benefit provision 

3. Medical and care home staff 

4. Social Services 

5. Housing 

6. Funding 

Information: 

 Sometimes carers and cared-for are only given minimal information, which 

can leave them anxious and confused, and wondering where to find what they 

need 

 On other occasions, support services can overwhelm carers with too much 

information at once, with no indication as to what is relevant and what needs 

prioritising 

 Information seems unduly slanted towards dementia patients and carers who 

are older, with little available for those who are still working age 

 Information tends to either be very general or specific to Alzheimers, with a 

lack of detailed guidance about other forms of dementia. 

Benefit provision 

The application for PIP was described as: 

 Overly complicated 

 Too intrusive 

 Containing thresholds that are set too high, resulting in automatic rejections 

and appeals that delay the process 

 Requires help from support groups to understand how to proceed. 

Medical and care home staff 

Carers felt that stress and anxiety levels were increased because: 

 There was sometimes a lack of empathy from medical professionals and care 

home staff 

 Their concerns were dismissed and/or they weren’t listened to 

 They were not involved in decision making regarding the person they cared 

for 

 They were not given the information they needed (see above). 
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Social Services 

Carers felt that: 

 There was not enough involvement or support from Social Services generally 

 They did not know who they should contact regarding specific issues that 

might arise 

 Once Social Services had set a process in motion, the carer was then 

abandoned and no follow-up was done to ensure things were correct. 

 Errors in assessments caused delays and stress at what is already a difficult 

time. 

Housing 

Carers stated that: 

 The process of re-housing them due to changing physical needs was too slow 

 There is no support available when moving between homes and this is left to 

people in vulnerable circumstances to organise themselves 

 Structural repairs, with potential health impacts, were not dealt with timeously. 

Funding 

Carers felt that the withdrawal or reduction of funding resulted in the loss of: 

 Support services 

 Facilities 

What support would you like but haven’t had? 

Information and support 

Carers said that there was a need for: 

 More information for working age dementia carers 

 Employment advice for working age dementia carers 

 Support groups for younger dementia carers 

 More information on specific forms of dementia other than Alzheimers 

Social Services 

Many of the carers we spoke to felt that there was a need for ongoing involvement 

by Social Services after initial assessments had been completed 
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Residential Care 

Some carers stated there was a need for stricter and more comprehensive 

monitoring of residential homes to ensure that standards of care are being 

maintained at satisfactory levels. 

Signposting 

Carers indicated that they needed clearer direction from official agencies about who 

they need to contact after diagnosis and when specific changes of circumstances 

occur. 

Decision Makers 

Many carers we spoke to emphasised that officials making decisions that affect 

carers need to become more involved with those carers first in order to learn the day 

to day impact their policies have, both positive and negative.  

They felt that these decision makers should become more closely involved in the 

community, regularly organising meetings with carers and attending community 

support groups. 

CONCLUSION 

We were only able to ask our set questions of a limited number of carers so our 

conclusions need to be seen in the context of other participation/engagement events. 

This was because we weren’t leading on the event and the arrangements weren’t 

conducive to in-depth discussion. Nonetheless, conversations at the event did 

identify the usual patterns we’re familiar with (see recommendations below). 

In addition, this ‘mini’ report will feed into our more substantial piece of work. We’re 

currently engaging carers in discussions about a new draft document, produced as 

part of the Creative Carers’ Strength Project. The document, called ‘What Carers 

Want’, is based on many years experience of local engagement/participation, 

including contemporary engagement work. What was said by the carers we spoke to 

at this event chimed with what has been said at previous events, dating back many 

years.  

RECOMMENDATIONS 

These recommendations arose from more general conversations we were able to 

have with carers at the event, aside from the questions listed at the beginning of this 

report. 

 Officials who make decisions/recommendations about resources (e.g. CCG 

commissioners and Council commissioners) should enable carer-led 

organisations to carry out participation/engagement work at a local, 
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community-level. Often the information we unearth will be different to the 

findings of other more traditional approaches. This is because carers feel they 

can trust us and we’ll understand what they say without twisting the 

conversation to suit our organisational agenda. Carers know, through 

experience, that we’re genuinely trying to make things better for all carers. 

 Decision-makers should come together to try and simplify systems and 

processes. Often systems are made more complicated to ‘shut out’ those who 

may have, what statutory organisations often call ‘lower level’ needs, and, in 

the process, those with most need are also often ‘shut out’ of help. 

 Engagement/participation led by carers should be ongoing and not just take 

place at key stages (e.g. as part of a commissioning cycle) and this should 

happen informally and within community environments where carers/loved 

ones feel comfortable. 

 Examination and exploration of systems and processes should take place to 

find out whether there are simpler ways of doing things. ‘Organisational 

conservatism’ is where people try to justify not making changes – that’s why 

it’s useful to have a carer-led organisation providing a genuinely independent 

voice. 

 Investing in carer-led organisations and groups in this way will be more cost-

effective than engaging free-lance consultants to do the work 

 The links between Care Co-ordinators, based in GP surgeries, and 

community support appears to be working well in some quarters (However, it 

should be noted that the carers we spoke to were almost all city based and 

the role of the Care Co-ordinator role differs in the county). 

 The importance of peer support was, once again, confirmed among carers. 

 The importance of being linked to a variety of preventative support rather than 

only being connected to statutory services was also once again confirmed. 


