Karen Owen

How Peer Support and Self-Management skills
improve patient experience and enable people to
become more engaged in their own health, whilst

delivering System benefit through creating
community assets and more effective public and
patient involvement.
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Hello my Name is Karen Owen and I’m one of the many patients who have benefited from the Hello My Name is campaign. 

Hopefully you are all here to find out more about Peer Support and Self-Management so we will explain exactly what that means to us, then take you on a whistle stop tour of how we approach this within the HealthMakers programme 

I will tell you a bit about my journey and how it led to HealthMakers being founded
Talk about the importance of Peer Support 
Give our view of Self Management
Explain when to introduce these during a persons wellbeing/health journey
Talk about the HealthMaker Ethos of creating healthy Communities and what’s been achieved so far
Then we will open it up and seek your views on how we can work together to maximise the benefits.

But First Let Me Introduce Helen Graham . . . . Who was the first HealthMaker to join me on this journey back in 2014.



Helen Graham

HealthMaker Facilitator and Patient Partner
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Hello! I’m Helen and I was diagnosed with systemic juvenile arthritis when I was 2 years old and so spent my childhood, teenage years and adulthood getting to know our healthcare system. Not only was my physical health impacted but also my mental health and I didn’t experience self-management until I was 22 years old. My arthritis had been in remission since I was 14 and the consequences of having an aggressive disease was the joint damage. Having just bought our first home, having just got married and having a successful career, my hip decided to disintegrate and so needed replacing. The journey presented me with my first crisis and so with support from the team around me and a year after the crisis started, I completed a self-management course. 
 
What struck me though was that after I had completed the 6 weeks, it was very much a goodbye at the door and left to my own devices. I had new skills which I certainly used but no real peer support. Over the years I completed other self-management courses, trained as a facilitator in the 3rd sector but still there were goodbyes at the door after 6 weeks.
 
In 2014 I was introduced to the HealthMaker Programme. I felt excited, I wanted to be involved… here was a self-management course that included ongoing peer support, a programme that walked alongside you on your journey.
 
 



Peer Support
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Importance of Peer Support and the East Berks model�
Peer support is  invaluable to people living with health issues, (Long Term Conditions) . . . . I know this first hand because I live with Hereditary Angioedema, a rare condition I was born with . . . . . I’ve been symptomatic and a heavy user of the NHS since I was a toddler, but wasn’t actually diagnosed until my early teens, and I have self-managed with varying degrees of success all my life. . . . . . .   I didn’t meet another person with the condition until 2011 when I was 50 . . . and my confidence  and ability to look after myself improved dramatically as a result of being able to talk, share issues and problem solve with people who understood my situation, which started me thinking about the value of peer support . . 


If you are struggling with your health and the impact of your condition it affects your confidence to self-manage, or can make you sceptical of the benefits of doing so. Hearing success stories first hand from your peers helps people to take greater responsible for their own health. It also gives ongoing support to help them on the journey to self-manage to the best of their ability.

This slide shows how the East Berkshire Peer Support model that we collaborate with, and actively promote to anyone who we feel will benefit from receiving support, it shows the variety of options and is not one size fits all, as circumstances and lives change people will seek out the most appropriate support if they understand its value to their quality of life.
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Self-Management

Self-Management – for me this is best described as when people take responsibility for their own health and by taking that responsibility and improving their own skills take their ability to self-care to another level. E.g. the life style decisions and skills we all use to varying degrees of success every day. Our training gives people confidence to become more responsible for their own health and gives them the skills and support to do this to the best of their ability. There are many ways that people can get these skills, some NHS care pathways include condition specific training and some third sector organisations offer condition specific training too. However these are usually for a limited period of time. Our HealthMaker model offers a generic course, delivered to encourage a Peer Group to develop and links back to the Peer Support offered via Pop In Cafes to keep people connected as  part of the HealthMaker community. 

For me this is the best analogy for what we are offering with the Self-Management Course.  We give every participant an empty tool box and slowly over 6 weeks introduce them to the individual tools, explore how they are used,  give people the opportunity to discuss their use, practice using them in a safe environment and reflect on how they might work for each person. They get to take the tool box home and hopefully use it well. It may be left in a cupboard gathering dust, but at least it’s there….. on hand to be retrieved when  health challenges present. Some people will become proficient quite quickly whilst others will  take longer to get to grips with the tools. However, practice makes perfect and that’s another way that peer support helps, we know many groups continue to meet to keep practicing their skills and maintain the peer support they gave each other through their course.�
We offer a generic course , delivered by a patient and clinical facilitator in partnership.  The core skills of goal setting & problem solving are demonstrated and practiced, over a 6 week period and we role model  the partnership & balance required to live a healthier life. There is a real advantage of sharing experiences across conditions. . . .  there are condition specific options and some clinical pathways will include some level of self-management training . (e.g.Slough has Diabetes Champions ) Timing of encouragement is crucial and the person needs to want to do it, not feel they have too . . . .HealthMakers Self Management training is complimentary to the other programmes and may even help as a follow up, whilst people come to terms with diagnosis, or changes/deterioration in their condition. 
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The steps we show here are discussed part on the Self-Management Course and describe the journey to optimal Self-Management.


When someone is newly diagnosed, or has been in denial of their condition or their responsibility for their lifestyle choices they are clearly at step one, something needs to change to encourage them to realise the importance of their own role and then continue to build the skills & confidence to take charge and continue on to Optimal self management.

Clinician and health care professionals  role is key. . . . so please encourage your colleagues that they have a role to play too. . . . . The steps shown here are included in the self-management course to explain the persons journey to becoming a competent self-manager. Deciding where someone is on this journey will help to decide what support is best for them. 

You need to consider –
How long have they been diagnosed?�Where are they on the steps?  �What are they currently doing to try and manage their health?�What might help then take a further step?�What might be stopping them from taking responsibilty? Has someone been looking after themselves quite well but now appear to be struggling or have reached a plateau?
If a person needs more encouragement to try self-management course, and clinical encouragement isn’t enough, then peer support is often the next best way. So you can still be pivotal in their journey by helping to direct people towards relevant peer support. . . . 
If a person is suffering from anxiety but doesn’t reach the threshold for psychological support don’t forget that they are still likely to benefit from gaining self-management skills or peer support, and this in turn should lead to more appropriate use of NHS services. . . .  

On Step one its unlikely that anyone will benefit from self-management training, unless they are in transition to step two and at that stage the value of encouragement from clinicians must not be underestimated,  though encouragement may also come from family, friends, carers and other community networks. Referring to any peer support at that stage is key to helping that person improve their own quality of life.

People rarely stay on step 4 , I’ve slipped back as far as 2 in the last year myself but having the tools to deal with set backs helps you move back up to step 4 far quicker. We actively encourage anyone on step 3 or 4 to consider volunteering either in HealthMakers or getting involved in Patient Groups or other community groups that will keep them connected and motivated to maintain their self-management skills






Presenter
Presentation Notes
So as I have already pointed out I am the founder of the HealthMaker programme,  which was started in 2014 in Bracknell & Ascot CCG and grew from an idea that came about through of my own experiences of dealing with the NHS, whilst living with Hereditary Angioedema – my experience of getting amazing peer support from HAE UK via a patient conference and their  Facebook group dramatically improved my ability to look after myself, which planted the first seed on the value of peer support . . . . I was then made redundant from my job (after 23 years in the Pharmaceutical Industry) and got the amazing opportunity to take time out. . . . I watched the whole Olympic Games and saw the amazing impact the Games Makers had . . . and I thought that’s exactly what the NHS needed . . . . . .   well trained & supported volunteers, performing varying roles that fill the gaps and make the whole system a great success. I was encouraged to volunteer at my local surgery Patient Group and also did the Expert Patient Group training which was another chance to talk with people living with health issues but that peer support just stopped after 6 weeks . I started to get involved in various ways through the Thames Valley Clinical Sensate and in debates via Twitter. My Involvement in the Health system make me feel I was giving something back and also motivates me to stay focused on my own wellbeing and I was encouraged by William Tong to apply for the role of Lay Member for Patient & Public Involvement at Bracknell CCG.

What I saw from inside this NHS organisation horrified me and I became more convinced that the general public was the biggest untapped resource that the NHS was wasting. If people are trained and supported to look after themselves better it will build healthier communities & networks, in turn creating a large pool of well trained volunteers with a variety of competencies who can fill the cracks in the NHS and improve patient and staff experience just like the Games Makers did for the Olympics. 

This picture was born from a discussion in 2013 with my friend Michaela Tait – who is Patient Experience Manager at Milton Keynes Foundation Trust. We discussed the key elements for HealthMaker roles as Self Managers, Peer Supporters, Facilitators and Patient Partners. To me these are the four pillars for Patient involvement – The Left Hand Side is involvement in their own care and the right hand side is involvement in the wider system. 
This is the model I proposed and it was piloted in Bracknell and is now rolled out across East Berkshire after being included in the Frimley STP Prevention & Self Care workstream and now the Frimley ICS and it is my fervent hope that it will be adopted rolled out across the Thames Valley, South Region, England, UK, Europe & the World  because all these elements are acknowledged by NHS and Health & Care systems around the world as important to patient centred care, but to our knowledge this is the only programme bringing all four elements together to create the connected community, focused on improving local health. �
That’s missing the point of how community assets are grown & nurtured. . .  HealthMakers in East Berkshire repeatedly describe themselves as belonging to the HealthMaker family. . . . .and the feed back from Pop In Cafes and Self-Management course participants ,  their family members and clinicians who care for them backs up the difference this approach makes.




#HealthMakersUK
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HealthMaker volunteers give freely of their time to promote the programme, they attend awareness events and speak at any community group that will listen . . . . . Three HealthMaker volunteers attended the recent Thames Valley Clinical Senate workshop  on Urgent & Emergency Care . . . . . East Berks CCG ran a series of Diabetes prevention events and the volunteer from Diabetes UK said she would not have achieved the number of Pre diabetes checks she managed without the HealthMaker volunteers encouraging and supporting people to take the test. Patient Partners have sat on Boards for Self Care & Prevention, taken part in Quality Assurance and provided patient view on pathway redesign and actively involved in the tendering process for the Berkshire Wide Connected Care Programme. Helping to establish genuine collaboration and involvement not just tick box PPI.

We could and should be using our volunteers more effectively , which can only happen if the whole Health & Care system works in a more collaborative and inclusive way, but the results are far more effective involvement and engagement. 


How can our Thames

Valley health & care
systems work together to
maximise the benefits of peer
support and self-management?
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We want you to tell us what you think we can all do together to get Peer Support and Self-Management adopted across the region in a way that ensures the ethos of the programme isn’t lost but allows for appropriate localisation where needed but maintains quality of the training and the Patient Experience 

This will be run in the style of our Self Management course free think sessions which you may know as Brain Storming we want to generate as many ideas as possible – so just go for it as bizarre as you like 


Helen will be the gate keeper & I will scribe.

 We will capture all your ideas and they will be taken back and used in our next strategy meeting and we will feedback on anything that is achieved as a result.


Questions?
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If you want to receive a copy of the presentation or to find out more about the programme leave us your e mail address and we will be in touch and please do talk to anyone in your area who might be interested in working with us to develop the HealthMaker brand across the Thames Valley.

Thank you 
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