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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: Marie Curie, Macmillan Cancer Support and the Scottish 
Partnership for Palliative Care (SPPC) 
  
1. Marie Curie, Macmillan Cancer Support and the Scottish Partnership for Palliative Care 
(SPPC) support the introduction of these regulations and would urge the Committee to pass 
them.  
 
Background 
 
2. Marie Curie campaigned for and successfully secured a Government amendment to the 
Carers (Scotland) Act to introduce a system of fast tracking the development of the 
proposed Adult Carer Support Plans and Young Carers Statements for those caring for 
someone with a terminal illness.  
 
3. This was based on a strong academic and lived experience evidence base that those 
caring for someone at the end of life are not regularly identified as carers, and if they are it 
is often at the point of crisis. Sudden, increased demands of their care were associated with 
sudden declines in the condition of the person being cared for, especially as they neared 
the end of life. This can become unmanageable for some carers, leading to a breakdown in 
carei. Members of Marie Curie’s Expert Voices Group also shared their experiences as 
former carers of terminally ill people and those coming to the end of life during a meeting 
with the MSPs of the Health and Sport Committee. They highlighted the lack of support and 
planning to help them during their caring role.  
 
4. Following the passage of the Act through Parliament, Marie Curie and Macmillan were 
commissioned by the Scottish Government to carry out research to further investigate the 
needs of carers of those living with a terminal illness and coming to the end of their life. It 
was also to help inform Government and key stakeholders’ thinking around the maximum 
length of time that should be specified for the preparation of carer plans under the fast track 
system for terminal illness for these regulations.  
  
5. The research, Getting it Right For Carers at the End of Life, was published in 2018, and 
debated in the Scottish Parliament in a Members Debate led by Mark Griffin MSP on 10 
January 2019. You can view the Official Report of the debate by clicking here.  
  
6. The report’s key findings included:  

 

• Many people caring for someone with a terminal illness do not get identified as 
carers so do not get the financial, physical and emotional support, including respite 
care, that they need to live well and to carry out their caring role.  

 

• Identifying carers is everyone’s responsibility. 
 

  

https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/2018/marie-curie-and-macmillan-getting-it-right-for-carers-final-report-november-2018.pdf
http://www.parliament.scot/parliamentarybusiness/report.aspx?r=11875&i=107418
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• Carers supporting someone at the end of life without support are at risk of falling into 
crisis and a breakdown of care.  

 
• The decline towards end of life and death can often be rapid, sometimes quicker than 

expected, and the support needs of carers can be very high at this time. 
 

It concluded that carers need: 
 

• To be identified early. 
 

• Good care co-ordination and information to support them in their caring role. 
 

• Respite and/or replacement care to give them a break, even if for just a few hours.  
 

• Rapid response when close to or in crisis. 
 

• Financial support. 
 
7. This evidence led to our organisations calling for the above regulations to include a timescale 
of no more than five working days, unless the carer requests otherwise, for the initial 
substantive conversation and ten working days for the plan to be prepared. We believe that this 
will allow those carers who need a plan put in place rapidly, particularly at a time of crisis, to get 
the support they need quickly. 
  

 
8. We will be urging the Scottish Government to monitor the implementation of this regulation to 
ensure that these timescales are suitable for carers of terminally ill people and those 
approaching the end of life. Our organisations will also be monitoring the implementation of this 
aspect of the Act to ensure that carers get the support they need when they need it  

 

Further Information  
 
Richard Meade      Peter Hastie  
Head of Policy & Public Affairs,     Scotland Public Affairs Manager  
Marie Curie        Macmillan Cancer Support  
E: richard.meade@mariecurie.org.uk    E: PHastie@macmillan.org.uk  

Mark Hazelwood  
Chief Executive  
Scottish Partnership for Palliative Care  
E: Mark.Hazelwood@palliativecarescotland.org.uk  
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