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HEALTH AND SPORT COMMITTEE 

Carers (Scotland) Act 2016 (Adult Carers and Young Carers of Terminally Ill 

Persons: Timescales for Adult Carer Support Plans and Young Carer 

Statements etc.) Regulations 2021 

SUBMISSION FROM: About Dementia Age Scotland 

 

Relevant adult carer: identification of urgent outcomes and needs for support 

3.—(1) The 2018 Regulations are amended as follows. 

(2) After paragraph (2) of regulation 2 insert— 

“(2A) When the responsible local authority first has a conversation with a 

relevant adult carer under paragraph (2), the authority must identify any 

personal outcomes and needs for support which are immediate or urgent in 

relation to that carer.”. 

 

We welcome the acknowledgment that support will be required urgently, however we 

stress the importance that this support is handled delicately and in a person-

centered way. From our engagement with unpaid carers, we have been told that 

when they have reached crisis point, it can be difficult to digest relevant information 

which they may otherwise have found helpful: 

 “at my age found it hard to retain any real immediate information. (Carer, Response 
to engagement)” (About Dementia, 2020).  
 
We share this experience to highlight the need for support which is accompanied 
with simplified written information which records the agreed outcomes. A brief 
handout of such information can then be revisited by the unpaid carer at time which 
they may find easier to take in. It should be considered that these outcomes may be 
extremely changeable, and unpaid carers should be given a point of contact should 
their needs escalate within this time.  
 
Following recommendations from the recent Independent Review of Adult Social 
Care in Scotland, planning outcomes and needs for support should be made directly 
with the person themselves, involving the unpaid carer at each stage of the process 
(Feeley, 2021).  
 

Adult carer support plan for relevant adult carers: timescales 

5.—(1) The responsible local authority is required to prepare an adult carer support 

plan in relation to a relevant adult carer, in accordance with the timescales set out in 

paragraphs (2) to (4). 

 

We appreciate the inclusion of more concrete regulations and timescales which give 

unpaid carers clarity and the opportunity for accountability. We believe that this will a 
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be positive step in situations in which people are terminally ill, taking into 

consideration the limited time and brief window of opportunity to note preferences for 

end-of-life care. We recognise the importance of the proposal which states the first 

conversation should occur within 5 days, or at an opportunity which best suits the 

unpaid carer, giving flexibility in what will surely be a delicate time.  

Whilst we recognise the improvement, we would be concerned of a potential 

implementation gap in practice, which has been evident in the case of self-directed 

support for our people affected by dementia. We know from our own conversations 

with unpaid carers, that in challenging times it can be difficult to take in and digest 

information. If the conversation is not made at the right time, or the unpaid caring is 

busy with caring or too upset to speak, we would fear they may lose the opportunity 

for support altogether. 

Many of the unpaid carers we have met with confide to us they had been offered 

support in passing at the start of their journey, but did not receive such offers at a 

time where they felt more readily able to accept such support. We use this example 

to highlight the need for accurate record keeping of contact, and the implementation 

of a system which would prevent unpaid carers from becoming invisible to services.  

 

Additional comments: 

 

We would like to use this opportunity to highlight that dementia can be degenerative 

and, in many cases, it is difficult to determine the point in which a person becomes 

terminally ill. We would like there to a be an exploration of the definition of terminally 

ill, for unpaid carers of people living with dementia to have clarity in the relevance of 

such regulations to each individual situation.  

The unpaid carers we have engaged with would benefit from the regulations 

proposed, as many already struggle to gain access to appropriate support at the 

right time that it is needed to make a difference. We would recommend any support 

offered is based on a Human Right’s Approach which incorporates the full range of 

options for people living with dementia and their unpaid carers.  
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