Right Care Right Here Programme

Self Care – Stakeholder Event 14th June 2011
“Thank you to everyone who took part in this day, and who contributed their time, energy and ideas.”
The programme, presentations and background documents relating to this event can be found at www.rightcarerighthere.nhs.uk/selfcare
Notes of the event.

What do you hope for today? (from delegates on arrival)
· To make a difference

· Inspiration on how to do Self Care across the system!

Presentations
· Setting the scene around RCRH programme, policy and evidence base and drivers for self care (Les Williams (RCRH Programme Director) , Jyoti Atri (Deputy Director of Public Health, Sandwell)
· Local good practice examples: Pathfinder Health Developments CIC (Dee Kyne); Confidence and Wellbeing (Dr Ian Walton); Chronic Disease Management (Dr Deva Situnayake and Kanta Kumar)

· National good practice – access to records and self care culture in GP practice (Dr Amir Hannan and Margaret Rickson, Haughton Thornley Practice, Hyde – pictured below).
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Our vision for self care
Definition: 
‘the actions people take for themselves, their children and their families to stay fit and maintain good physical and mental health, meet social and psychological needs, prevent illness or accidents, care for minor ailments and long term conditions and maintain health and wellbeing after an acute illness or discharge from hospital’
(Department of Health 2005).

Interest groups produced their picture of what it should look like in 2016
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User and Carer Group

Focused on older people with long term conditions and that in five years time we will all be a little older and need more support. Considered that the following need to be introduced

· Better Access

· Better Signposting


· Better Technology

· Better services

· Better Awareness of Symptoms
Voluntary Organisations Group

The focus was on a developing a network with a happy well face in the centre of the network.  There needed to be a way of mapping the way through the system with there being different ways to get through the network.  A single point of access was needed.  Also consider that there would still need to be improvements in five years time

Healthcare Provider Group

This group wanted to move from the situation in 2011 of unscheduled care to 2016 being planned encounters. All current providers working together.

Systems needed to be in place to enable this to happen. Need to look at education of the young.  Develop care pathways.

Local Authority Group

This group focused initially on the patient and the people around the patient, families, carers, network group, peer support.  Secondly community support, mentoring.  Thirdly specialist care – when? where? how? Outside of this then comes non traditional forms of care.  Really an expansion on what is already happening.

Health Commissioners Group

There was a focus on education and information.  One size does not fit all – individualism.  Consider where care can take place .  All working together - GPs, nurses, carers, young and old.  Technology – not everyone uses IT so the use of television and radio is important.  Face-book and twitter predominately used by the young, but in five years time this group will be older and use will be more widespread.  Self care is important in the whole life cycle from pregnancy and birth through to old age.  There will also be an increased importance of family health being managed in the home.  Important to educate the young.  Also do not just give information, support everyone to ensure positivity.
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This vision can be illustrated by the pictures created by the groups, and a Department of Health “map” of where self care support should happen, below:
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Clearer, more detailed images will be available!
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[image: image7.emf]Where should support happen?
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Where are we now? What do we already do to support self care?
	Sandwell

	Self help programmes

Solutions for health

Test service ‘weather wise’ for asthma patients

Choose well

Mental health for African & african Caribbean

Aquarius

Books on prescription

Telehealth COPD & asthma

Decca

NHS choice

Walking in Sandwell 

CMHT’s

Spin

SILCS

Health exchange

Independent living centres

Family advice

Isolated patients – time GP

Expert patient programmes

CAMHS

Expert care centre

Healthy lifestyles

Self care guides

Outreach support voluntary sector
	Sandwell leisure trust

Cares

STAR home support

Telehealth

Specialist support groups

Friends of neighbours

Healthy communities

Vol carers

Stay self-care guides

Confidence and wellbeing

Agewell

Ideal for all

Options for life

Age uk

Ring and ride

Community transport

Healthy lifestyles

Care awareness


	Reablement 

Cancer awareness training

Community health screening / health checks

SHUDU

SHOES

Agewell

Neuro conditions training

Back pain groups

Stroke awareness

Housing and Health, Healthy homes Hub, Sandwell Hub

SPIN – information / leaflets

Obesity – slimwell, wellfit, fab tots, own GP programme

Exercise on referral, MH ex on referral

Telecare & telehealth – I House


	Vol org support groups

Health exchange – smoking

Eatwell

Lifestyle choices

Sharing the knowledge for carers

MH promotion

Walking to Beijing

PHACTS

Carers

School meal changes


	Pharmacy first

Pilot urgent care prog targeted at yp

Wellbeing services e.g. tai chi



	Sandwell / HoB

	Nhs direct

NHS choices

Pharmacy advice

TV cold & flu’s

Charities – dementia uk, age concern, arthritis uk

Eatwell.com

ADHD – Support for Carers


	Drug team national org

Rehab teams 

Secondary care

Personal budget

Right care right here

Pals

Expert patients

Local pharmacy

Self help groups 

NHS Direct

Websites

GP pt literature

Ambulance service transport


	ARC leaflets

Expert patient, national ‘expert’

BARC

Diabetes UK support group

LINKS, CARES

DAFNE & XPERT

Rehabilitation – general / cardiac / pulmonary

Discipline specific

Patient held records

Health and wellbeing: stop smoking, health trainers, confidence and wellbeing, community development

Choosewell 
	EPP

Vol orgs

Health trainers

Volunteering

ASSIST

Exercise on prescription

GPs

Parks

Doing it anyway (networks)

Change 4 Life

NHS Direct

Cardiac Rehab

Cultural and leisure services

Outreach health work in community venues


	

	HOB

	Personal health budgets

BARC

CMHT’s

CDSMP

Health exchange

Birmingham own health

Tele-care

Health champions

Personal health budgets

Expert patient programme

Choosewell

Managing asthma plans & leaflets 

DLC’s

Solutions for health 


	Health exchange

Patient condition specific support groups

Voluntary/community

Age uk

Carers groups

Villa vitality

Be active

Healthy walks 

Specialist nursing/clinical teams

Community rehab teams

ICATT


	Reablement

Health Exchange

GP carer services


	Quick heart

Health exchange

Specialist condition-specific services

Villa Vitality

BSMHFT website

My Action

MH promotion

Service user-run groups

Carers


	QOLOP

CDSMP & lifestyle choice




	What should we keep (as it is)?


	What needs to CHANGE?



	· NHS Choices and NHS Direct, charities e.g. dementia UK – hub of information to link to self care for patients

· Keep most things but look to evaluate and roll out more consistently

· Changing our lives 

· Website for yp

· STAY

· School health nurse for yp with LTCs

· Pilot expert pt prog for young people

· Xpert

· Sandwell stroke education programme

· Health improvement programmes

· Smoking cessation

· Diabetes self help tool (ongoing development)

· Staywell

· Nhs direct

· Nhs choices

· Community support / empowerment

· Simple telehealth

· Expert pt programme

· Dafne 

· Community libraries

· Internet resources - signposting

· DESMOND


	· Case managers - Sandwell

· Expert pts  - Sandwell (need for some specialist)

· Community matrons - HoB

· Extend ring & ride to hosp appointments

· Promoting, marketing and advertising

· Too many services – need to reduce so less confusing

· Needs integration of services and promotion of services

· Change GPs – more consistent

· iphone apps (expand)

· pulmonary rehab (transfer into other disease areas)

· Unknown self help groups (make them known)

· Self help materials (make them known)

· Health trainers

· Self management plans

· EMIS and system 1 – access to patients

· Self help tools – Pharmacies (roll out)

· Support – wider determinants – Health exchange (expand)

· Gym 4 free (expand)

· Rheumatology user group (more accessible)

· BARC  (appropriately resourced and accessible)




What is Missing?
· Ways of pulling this together

· How do we enable people to navigate such a complex system (without vested interest)

· Reablement integrated across services / boundaries

· Compatable software (Telecare)

· Healthwatch (future of LINKs)

· Ensure what works is sustained

· Too much duplication

· Awareness & equality in screening programmes

· Strong clear leadership

· Inclusive pathways

· Strong, clear, accurate messages

· Joined up working

· Cost effectiveness

Barriers and opportunities

	Barriers
	Opportunities 

	Access to share information
Health economy whole system integrated care

Sharing IT

Resources people and funding

Coordination and integration of systems

How do we get leadership and people with one agenda

Technology and pathways

Systems

Complexity

Lack of co-ordination

People

Information overload

Lack of information

New NHS reforms

Funding resources

Lack of evidence/knowledge

Self care strategy

Lack of co-ordination

Poor leadership

Vast range of services

New providers

Structures ridged

Poor communication

Myths

Attitudes of professionals & local people awareness of opportunities 

Too much info

Funds, costs

Poor connectedness

Pathways not yet developed

Funding, resources

Poor advertising

Social marketing

Lack of skills

Lack of knowledge ‘where to start’

Culture ‘professionals know best’

Lack of information and knowledge

Language

Process – that’s the way it was always done

No central co-ordinator

Fear

Time

Autocratic professionals

Over reliance on medical model

Listening, communication and language barriers

Accessing and sharing information

Lack of easy access to information for patients and clinicians 

Who is the audience?

How to keep up to date

Self denial of illness

Change

White paper changes

Attitude to volunteering

Central resource of information “hub required” 

Professionals need to give power to volunteers / peer supports

Education

Technology (lack of)

Listening

Communication, language

Terminology – language used, appropriate setting

Politics

Complicated systems

Not wanting to share your information about self with others

Short termism

Access to volunteering (including children 15+)

Culture

Ignorance

Over medicalisation

NHS = cure rather than prevention

Utlilsation and knowledge and involvement in service design and commissioning

Interprofessional barriers

Inter-organisational barriers

Working in silos

Lack of integration

Finance barriers

Systems

Lack of resources

Patients not being empowered

Lack of unity

Complex system to navigate

Lack of strong clear leadership

Different agendas

Politics

Lack of clear information available about services e.g. directory of services

Wealth of overlapping services

Lack of coordination of services

Silo models so lack of integration

Don’t know what else is being done by whom: Replication? Missed opportunities?  Costs more

Organisations / services working in isolation

Barriers for young people – don’t access services, independence not supported

Competing politics

Lack of appreciation of quality of life outcomes

No effective implementation of chronic care model in health economy

Lack of ownership of condition by patient

Lack of funding

Funding systems

Lack of release of funds when money spent

No money

Lack of time

There isn’t a market so people don’t know what to buy

Difficulty accessing accurate information on services

Lack of communication between organisations

No joined up IT

Lack of knowledge and skills (professionals)

The need to focus on symptoms rather than diseases

Over-stretched individuals

Lack of consideration of patient views

Professionals not aware of benefits of self care

Health professionals resistance to change

Culture of clinician-led care is best / feeling threatened (clinicians)

Disconnect between patients and professionals


	Communication to fight as a whole

Networking taking control

A&E working with local authorities?  referrals fracture clinic

Plenty already in place just need to integrate and collaborate

Create a central point

Work in collaboration

Change the processes!

Collaboration, existing self care orgs

Group working advertises market & promote

Share the knowledge

Reduced funding ‘need to do something different’

GP website

Promote independence 

People assets

White paper innovation

Newspaper

Access to all services

Culture and politics – vested interests (short term is long term)

Health professional’s resistance to change

Early intervention

Culture leadership/change management 

IT technology pathways

Building integrated access to information

Collaborative people, purposes and processes

Public health education and promotion in self care

Engagement and empowerment and communication

User focused systems

RCRH to do this for Sandwell from a total place perspective

Link , health watch, 

Individuals  

Targeting needs 

Range of community assets 

Faith groups, communities

Influence others, 

Opportunity to define what a Long Term Condition is?

Opportunities to influence the improvement of services for people with Long Term Condition

People expertise, 

Big society, 

Increased use of media, 

Increased patient power, and patient choice. 

Health care close to home, 

Friends and neighbours Sandwell 

voluntary & community sector, 

New provider, new partnerships

Systems, new thinking innovation, personalisation including personal budgets, new thinking innovation

Technology at scale, 

Range of things already happening, 

Local people,                                   

People being given permission to self care, 

Local networks formal & informal, 

Level of interest in self care

Listening

Pt empowerment

Spoken to…

Community avenues

Choice

Take patient / carers / family opinions seriously

Patient / carers involved in commissioning

Knowledge of people

Making use of patient /experts and service users

Training to use new technologies

More involvement from GPs with services

Single access via phone / internet

Access to patient records – self care

Development of technology

Combination of people e and technology

Easily understandable information

Increasing presence of vol orgs

Volunteer / peer support

The recession

Signposting people appropriately

Developing alternative approaches to better care or outcomes

Appropriate & timely referrals

Community empowerment initiatives to reach people, educate and improve access

Clinician skills need to be developed – motivational interviewing

Permission and risk taking

Multidisciplinary way of working

Appropriate training for health professionals

Joint vision

Interact better

Making an impact

Committed people in our user groups – enable them

Good will to make change happen

Prevention – using opportunity to reach young people

Education of youth – better tomorrow

Exercise on prescription

Training and development of workforce

Building disease registers across health economy

Technology making communication easier

Technology making info sharing easier

IT – integration in areas that are easily achieved

Building in decision support aids

Social media

Directory of resources available

Collaborative working between services, and networking

Use of the best already out there

Integration of services

Good practice is out there – create mechanisms to share

Sharing best practice and evidence based practice at forefront

Partnership working across all organisations

Real partnership working starting to happen

Sharing best practice

Own health

Personal incentives

Celebrating success

Meaningful public & patient engagement

Increase in uptake of self care by public

Attitudes 2 patients / people changing 2 person centred

Better engagement with patients who find it hard to get out of the home

Growing recognition of prevention & its benefits

Patients managing their own care


The top three barriers and opportunities from each group (long list below) were grouped into five themes:
· Culture, leadership and change management - Strong clear leadership; Strong, clear, accurate messages to drive self care into the culture
· Joined up working - Too much duplication / Ways of pulling this together reablement integrated across services / boundaries

· Resources  - Cost effectiveness, ensuring what works is sustained, harnessing all resources including social capital

· Engagement and communication -  actively engaging all partners – especially patients and carers, voluntary and community sector. Role of Healthwatch (future of LINKs) Awareness & equality in screening programmes 

· IT – Technology and pathways  - How do we enable people to navigate such a complex system (without vested interest);  Compatible software (Telecare);  Inclusive pathways
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What do we need to do? (actions derived from top 5 issues above)
What will have most impact? (votes)
ACTIONS
(In order of number of votes)

· Items highlighted in yellow need further clarification, and names / agencies subject to further checks.
	
	ACTION (votes)
	Who to lead 

People who volunteered to help make this happen*


	BY WHEN
	Programme lead comments

	1
	Establish a “task and finish” group to reach agreement on building self care into chronic disease management programmes for all collaborators

(27)
	Lead tbc – ideally patient or carer lead / Non exec director / cabinet member / Les Williams

Jane Clark (NHS p)

Trudy Boyce (NHS p)

Lynda Jones (NHS c) (‘exploring patient beliefs / self efficacy’)

Rachel Georgiou (V)

Sarah Knight (NHS c)

Mary Fairfield (NHS p)

Pam Jones (PC)

Alison Hartley (?)

Nick Lalu (PC)

Deva Situnayake (NHS p)

Sarah New (NHS c)

Della Thomas (?)
	Tbc  
	An obvious next step. 
Propose that this group forms a self care steering group to oversee all actions, with this action as a priority project.  Will need to invite additional representation to include all key stakeholders.

Will need clinical commissioning groups and GP backing so a proposal needs to be taken to their commissioning leads and boards. Need to set up this working group asap to maintain impetus.

	2
	Self care champions at different points in the system

GP consortia

Director

Patient

RCRH / health economy

(26)
	Lead Tbc

Anne Townsend (NHS p)

Fiona Webster (LA)

Nick Lalu (PC)

Arlene Drummond (NHS p)

Tony Bradley (PC)


	Tbc 
	Need to clarify what these people will do. The people who organised, spoke and facilitated at the June event may be willing to be champions so this list of names gives a broader reach than we have now.

Amir’s presentation reminded us that we are ALL champions as individual patients – how can we encourage people to ask for support with self care? (see 4.) 

Plan to work with comms teams to work with these champions to identify and publish positive stories about self care.

	3
	Coordinate engagement across RCRH, Local Authority, Commissioning Groups and health providers.

· Identify engagement / communications leads

· Identify senior champion

· Gather information

· Coordinate

· Produce online resource

(20)
	Lead Tbc 

Paul Southon (NHS c)


	Tbc 
	Sandwell MBC are already reviewing engagement across different groups. 
Current organisational changes and uncertainties make this challenging and only one person has signed up so far (no engagement leads) 
Suggest seeking a senior lead at partnership board and explore further with engagement / social capital leads.

	4
	Make best use of IT and technology by promoting concept of patient access to GP records among GP surgeries in the patch.

· Discussion, emails and other communications to commissioning colleagues to raise profile

· Communications to GP consortia and practices

· Raise awareness of NHS Choices website: screens in surgery / GP surgeries SMS patients

(20)
	No names given
	Tbc 
	Need to find out whether there is any interest in patient access to records already locally.

Do we have infomatics leads? Suggest a discussion with relevant leads e.g. Simon Mitchell, Nick Griggs and Dali Jandu (Sandwell).

Needs comms support.

	5
	High level decision at Health and Wellbeing Board that self care is the preferred way of working.

(14)
	RCRH lead


	Tbc 
	This is already planned as part of the report to RCRH board following the event. We can try to get it on the HWBB agenda. Will also need to spell out what this means in terms of partners e.g. commissioning and service delivery.

We propose to publicise and promote self care more vigorously via comms – good news success stories to illustrate the benefits of supported self care.  

	6
	Develop an agreed definition / understanding of self care across all stakeholders

(13)
	RCRH lead

Sally Sandel (NHS c)

Deva Situnayake (NHS p)

Donna Campbell (V p)


	6 months
	This is included in the report going to the RCRH partnership board.  Sandwell board has already agreed the paper.

	7
	Educate and train patients, carers and staff.

· Protected Learning Time Event for GPs and staff (Deva to present 15 RCTs)

· Develop rheumatology self care

· Link to map of medicine

(8)
	Tbc

Tony Bradley (PC)
	Tbc 
	We need to work with workforce leads to ensure self care is built into all training and development work, with engagement of patient and carers.

PLT was recommended by Amir Hannan as a next step, as GP practices and pharmacies are key points of support. Could ask him back.

	8
	Sustainable funding not just short term initiatives

(5)
	Issue for commissioners of services that support self care. We can include this in board report. Could produce a short commissioners’ briefing on self care.

	9
	Explore use of IT systems to create disease registers in communities (each GP consortium?)

· Working group to develop solution in IT and use of these registers clinically (risk profiling and focusing resources)

· Identify where self care is needed and tailor this intervention to profiled disease register

(4)
	The issue of risk profiling will need to be built into the work on chronic disease in 1.

	10
	Utilise existing knowledge base

People – evaluate their experience

· Information via internet, library etc

· PROMS (Patient Reported Outcome Measures)

· Patient experience

(3)
	Developing a self care local knowledge base is perhaps a shared challenge for public health and IT / communications leads. We can propose this, but it may be hard to progress due to organisational changes. The programme can however share with all participants and partners the summary of what we already have, and how to access / use it (as part of the event report).

Although this action got few votes, quite a number of people thought it would be useful to establish a local self care network to support future developments and build on what we already know and have. Specific suggestions included a regular network event like this one, and a website / email network. This seems worth the RCRH team exploring further. Might a network be best supported from the 3rd sector as a commissioned activity?

	11
	Develop whole systems approach in enabling self care throughout IT (wider determinants of health included – welfare benefits, housing, core agencies)

· Redesign / develop Webwell to be more accessible, user-friendly & intuitive

(2)
	Again, although few votes there is a sensible suggestion here about using Webwell as a possible basis (however, this is Sandwell only and future of the website is unknown). Suggest combining this action with 10.

	12
	Clear plan and priorities to access resources
(1)
	The event will be written up with clear definition, priorities and plan for partners to sign up to.


* abbreviations indicate interest: 

· NHS c
NHS commissioner

· NHS p
NHS provider

· PC

Patient / carer

· LA

Local Authority

· V

Voluntary / community organisation
Summary of the common themes: our shared vision for self care:





Works as a whole system, joining up support, learning and doing it together (co-production)


‘Cradle to grave’ - includes patients and carers of all ages and supports families and communities, making sure the most vulnerable are included


Promotes awareness and access through good signposting


Educates people about personal and family health


Delivers information at the right time


Starts with the person as an expert in themselves and their needs - a ‘two way conversation’ 


Works actively through intermediate contacts and peers and promotes mutual support; 


Enables access in may ways, but has a single (definitive) point of information and access to voluntary organisations and networks that help you find your way into self care support across the system


Uses pathways and networks based on self care, without ‘trapping’ people or constraining their ability to find their own solutions


Builds on success: shares good news and positive messages to raise profile of benefits of self care


Uses IT, other media and systems to support Self Care information, pathways, plans, networks and support. 


All staff and providers support it across all agencies
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