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PATIENT PARTICIPATION 
Carers Group at 
Caen Medical Centre
on Tuesday 2nd July 2019

Attendees				
Dr Brian Bennett				Heather Crane
Sarah Milton, Devon Carers		Diane Eate	
Julie Tanton					Pamela Ives
Julie Ashton					Ruth Owen
Paul Brash
Jean Clarke

The practice invited 25 patients who are currently recorded as a Carer on their medical records to attend today’s patient participation group meeting.  This meeting was held in the afternoon to try and help enable carers to attend.  8 patients accepted this invitation and 7 of those attended today’s meeting.   Sarah Milton from Devon Carers was also invited by the practice and kindly agreed to attend the meeting.
 	
Welcome/ Introduction
Dr Bennett started the meeting by welcoming and thanking everyone for taking the time to attend and asked everyone to introduce themselves.  He explained that we hold patient participation group meetings on a quarterly basis inviting selected groups of patients with particular needs or conditions to discuss how we are doing at meeting their needs, the experiences they have encountered and how we might improve our services by asking them for their perspective on the service offered. 

Dr Bennett then opened up the meeting for discussion and the following topics were raised and discussed. 

Support from the Practice
The patients felt they and the person they cared for receive good care from the teams at Caen Medical Centre, some of those present having been carers for many years.  They felt help was on hand if needed and the practice teams were always helpful and friendly.

Praise was given for other organisations and groups who had also offered good support and care over the years, this included the Dementia Café held at NDDH, Devon Carers, Citizens Advise and Age Concern.

Role of the Carer
Sarah Milton explained to the group that their definition of a Carer is someone who ‘helps or supports another adult who cannot do it for themselves’

The carers present said that when you start caring you do not appreciate how the role might grow in the coming years.  You just start caring for your spouse or family member and it can then encompass your life.

Sarah Milton said that it is important that the person caring tries to keep up something of their own whether that is a hobby or a club, and that carers should not feel guilty if they are not caring all the time.  Guilt can be a huge burden for carers, they might not want to leave the person they care for with someone else, they want them cared for in a certain way and feel they are the only one who can care for them in the way they know they would want to be cared for or the person they care for may only want them to do the caring.  Devon Carers can often help and sometimes it’s the small things that can make a difference for the carer e.g. funding for a friend to sit with the person they care for whilst they attend their club or funding a takeaway meal so the couple (carer and patient) can have a date night.  Sometimes something small can make a difference to both carer and patient.

Many of the carers present said that as a ‘carer’ you just keep going and are not always aware of how they are suffering both mentally and physically.  They said that when you start caring you do not label yourself as a carer and you do not appreciate how this role might grow and expand over the coming years.  

One lady present said she had been shocked to receive the invitation to today’s meeting as she had not identified or even though of herself as a carer, but it had made her think and acknowledge that she was a carer.  She was advised as a new carer to make links with Devon Carers as although she might not need input at present it was good to identify herself to them for the future, she agreed to self-refer.

All the carers said caring can be very stressful and they often find themselves tired due to lack of sleep.  You may not sleep in the same room as the person you are caring for but you are always listening.  This can result in disruption to their own sleep pattern and taking naps in the daytime when they can.

What/ Who makes a difference
Other members of the group said that Citizens Advice and Age Concern are a good source of help.  They can help with form filling and directing patients to services/ help they might not be aware of.  

One of the carers present had recently lost the person they cared for and raised that paperwork and form filling had been a big worry for them. They did have a family member that could help but often they needed to make telephone calls themselves.  The group acknowledged that this is a very difficult and stressful time for anyone but some had found internet access can help rather than having to make telephone calls in person.  Sarah Milton explained that Devon Carers can continue to support unpaid carers for up to 6 months after the death of the person they are caring for. She acknowledged that it is a very difficult time for carers and Devon Carers can support, help and signpost to appropriate services.  

Some of the patients said that secondary care locally was good but due to the rurality of the area we live in often patients can be placed miles away when inpatient care is needed, especially for dementia care, with no facilities or accommodation provided for their carer.  This can be distressing for both patient and carer.

Both Dr Bennett and Sarah Milton said that carers must never be afraid to ask for help and that services and funding pathways do change so what might not have been available in the past may now be. 

Carers Health Checks
Dr Bennett explained that Carer Health Checks although not performed formally may often be done by the GP when the carer presents for another reason.  These checks may be based more around the health needs of the carer.

The practice team explained that we find it very difficult to keep an up to date register of our carers, as these patients often do not see themselves as a ‘carer’.  We have considered using slips in the waiting room which carers can complete and hand back to the receptionist.  The group felt that if these patients do not seem themselves as a carer they are unlikely to complete this slip.

Sarah Milton explained that Devon Carers can provide Health and Wellbeing checks for carers and that these can be performed either in the patient’s home or at the practice.  This check can help to identify low mood or depression in the carer and support can be given. 

She also raised that if someone has had a review in the past but their situation/circumstance has changed that they should re-identify themselves for re-assessment as their needs for help and support may have changed.  A copy of the Health and Wellbeing Check is always sent to the carer, some said that it helps to have this written down, so they can also see how things might be changing over time.

Sarah explained that if the patient being cared for is receiving input from Care Direct Plus and with this patients consent Devon Carers can link the Carers Health and Wellbeing assessment to the patient.  This can sometimes help as both teams are then aware of both the patient and the carer’s situation and provide support and input on their needs.   

Some of the carers present said they had regular input form Devon Carers others said they had none or little contact.  Sarah explained that this would depend on the level of input deemed necessary when the carers review took place.

Local Support Groups/ Information and Signposting 
Sarah Milton informed the group that Devon Carers currently have 20K Carers on their Register and are actively working with 9K at present.  Carers can self-refer or be referred by their Health Care Professional.  Those present who had contacted the Devon Carers Helpline gave positive feedback. 

Some of the carers present were or had attended ‘carers’ groups in the local area and had found these good support, but sometimes getting to the groups can be difficult. 

The Carers present felt the practice provided enough information about being a carer.  Dr Bennett explained that most GP’s would signpost carers to Devon Carers as they have the time and resources to provide the best support and help to Carers.

Outcome/Changes Suggested
All Practice team to be encouraged to identify and code Carers on an adhoc basis – recording the name and relationship of the person they are caring for.
	District Nursing team to be asked to help the practice identify carers
	Practice team and waiting room media screen to signpost carers to Devon Carers for assessment and input.

Summary/ Discussion
Dr Bennett thanked all the patients present for attending today’s meeting, for sharing their views and giving input to the service we provide and how it might be shaped in the future.  The patients present said that they appreciated being invited to participate and being given the opportunity to discuss their condition and needs. 

