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The power of narrative 
in transforming practice….let me tell you a story… 

 



 



Care for the Caretaker 
• Be gentle with yourself. 
• Remind yourself you are an enabler not a magician. We cannot change anyone else – we 

can only change how we relate to them. 
• Say ‘I choose’ rather than ‘I should, I ought or I have to’.  
• If you never say no – what is your yes worth? 
• Aloofness and indifference are far more harmful than admitting an inability to do more. 
• Change your routine often and your tasks when you can. 
• Create some space - find a hermit spot, use it daily. 
• Schedule withdrawal periods during the week – limit interruptions. 
• Be a resource to yourself, get creative, try new approaches, be an artist as well as a 

technician. 
• Use supervision, buddy, mentoring or coaching system regularly as a source of support, 

assurance and re-direction. 
• Learn to recognise the difference between complaining that relieves and complaining that 

reinforces negative stress. 
• Remember in the light of all the pain we see, we are bound to feel helpless sometimes . 

Admit it without shame. Caring and being there are sometimes more important than doing. 
• Give support, encouragement and praise to peers and to management. Learn to accept it in 

return. 
• On the way home, focus on a good thing that occurred during the day – if you can, jot it 

down and look at when things are tough, focus on the good stuff. 
• Laugh, play, have fun  
• If we care for ourselves we can care for others…….  
(adapted from words shared by Marilyn Goodhew, Play Specialist, who I believe obtained the original words from a local children’s hospice)   





‘he who studies medicine without books sails an uncharted sea, but 
he who studies medicine without patients does not go to sea at all.  

Sir William Osler (1849 – 1919)  



Start with ‘why’?  
• Why is patient experience so important? 

 
• Frightened, disempowered, lacking in 

knowledge/experience/information, unfamiliar 
language, intimidated by knowledge/skills (or not) 
of staff/uniform, smell, sights e.g. surrounded by 
sick people, worried about how health issues will 
impact on rest of life/finance/family, who will care 
for them, frustration, access 

 
 ….loss of control/choice  
 
 
https://www.youtube.com/watch?v=cDDWvj_q-o8&app=desktop 
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Defining CYP Experience  

• The child/young person/family/carer’s  experience is the sum of all 
interactions, shaped by an organisation’s culture, that influence their 
perceptions across the continuum of care (Adapted from Beryl Institute’s 2014  definition) 

 
• What matters to children and young people  

   (NHS England, Children’s takeover day 2014)  

Communication, Information   

Pain 

Access  

Environment, Food, WiFi  
 

 

 

 

 

 

 

 

‘Often it’s the small things that will 
make the biggest difference’ 

 



What are the drivers for involving  
children, young people and families..?  

 

Audience participation please….?!  
 
Why…..? 
• Right thing to do 
• A legal requirement  
• Better outcomes 
• All ….. 
 
When…? 
• At the start  
• At the end  
• Throughout the process  



The Health and Social Care Act 2012 introduced significant 
amendments to the NHS Act 2006, emphasising the 
importance of patients and carers participating in planning, 
managing and making decisions about their care and 
treatment and the effective participation of the public in the 
commissioning process itself, so that services reflect the 
needs of local people.  

 

Transforming Participation in Health and Care, Guidance for 
Commissioners 
http://www.england.nhs.uk/2013/09/25/trans-part/ provides 
the scaffolding on which to build effective engagement to 
deliver personalised care and true co-production in the design 
and delivery of health care.  

http://www.england.nhs.uk/2013/09/25/trans-part/
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A Rights Based Approach?  
UN Convention Rights of the Child 

• Article 12 ‘every Child has the right to say what they think in all 
matters affecting them, and to have their views taken seriously ‘ 

• Article 13  ‘every child must be free to say what they think and to 
seek and receive information of any kind as long as it is within the 
law’ 

• Article 23 ‘A child with a disability has the right to live a full and 
decent life in conditions that promote dignity, independence and 
an active role’ 

• Article 24 ‘Every child has the right to the best possible health’  

• Article 31 ‘Every child has the right to play’ 

 

25th anniversary year  



Children and Young People with Special Educational 
Needs or Disabilities (#SENDReforms) 

Children and Families Act 2004 

 
Section 19: Supporting and Involving  

children and young people  
‘…Ensure local authorities place children, young people and 

families are at the centre of decision making, enable them to 
participate in a fully informed way and with a focus on achieving 

the best possible outcomes’  



CMO Report  
CYP Health Manifesto for Health and Wellbeing 

To improve their health and wellbeing, children and young people want:  
 
1. to be informed and have a say in decisions about their care,  
2. to have personalised, child-friendly  
 care from people they know and trust  
 and who treat them with respect,  
3. to have access to age-appropriate services  
 where and when they need them,  
4. to be supported through the transition 
  to adult health and social care services 
5. to understand their rights and  
 responsibilities,  
6. for schools to play a greater role in  
 health and wellbeing. 



 



 

Degrees of participation by Phil Treseder  



Complexity of CYP & families we serve   

Neonatal 
Care 

Children’s  

Care 

Young 
People’s 

Care 

Families/ 

Carers 

Priority: those who are underserved/vulnerable 



Audience participation?!  

• Who are our underserved groups – those who 
are most vulnerable..?  

 



  

‘If you want to know 
how well a pair of 
shoes fit ask the person 
wearing them not the 
person who made 
them.’  
Anon  

The Challenge of measurement/feedback  



 





m.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPs0RQa_kypIS3tchANZa-MJGO&index=1&feature=share  

 

Empathy the critical tool,  
in our toolkits …..?   
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Thines’s 
story  





 
Social Media  

Seeing Care from the Patient’s Perspective  
Adam @Adsthepoet  

  Social Learning accounts for 70%    
 of our learning – real life, on- the-job 
experiences, tasks & problem solving @LnDave 





Victoria  

Peter Lucie  

Daniel  

http://www.kidsco.org.uk/media/2014/see-the-child-change-the-system 
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Case Study:   
  

The Future is Membership, East and North Hertfordshire NHS Trust 

  

The Future is Membership is an initiative designed to inspire and motivate young people to get 

involved with their local hospital.  The Trust now has over 650 young members from 14-18 

years engaging with the Trust (18months ago there were just 50 young members). The 

approach is to work with schools and their pupils in an interactive, fun way, free of jargon and 

management speak. The Future is Membership has delivered: intergenerational work using 

technology and social media to tackle isolation in the elderly;  a Youth Health Champions 

conference for secondary schools; a workshop for young patients and members to develop a 

hospital complaints process specifically for young people and a short promotional film for 

young people that captures the essence of what we are about to inspire the next generation of 

young members and health champions;  The Health Service Journal  profiled the work 

http://www.hsj.co.uk/opinion/why-we-should-engage-young-people-in-the-

nhs/5060112.article 

 

vimeo.com/m/108800527  
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Blackpool….  



15 Steps  

 



 
 

Shropshire Clinical Commissioning 
Group 

 
 

• Young Health Champions  

vimeo.com/m/110876365  

http://vimeo.com/m/110876365


Children’s Commissioner  
Take Over Day 
NHS England  

The Five Year Forward View sets out how the health service needs to 
change, it argues for a more engaged relationship with patients, carers 
and citizens,  so that we can promote wellbeing and prevent ill-health. 
NHS Youth forum http://www.england.nhs.uk/ourwork/patients/public-voice/yth-for/  
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Specialised Commissioning  
Embedding the voices of families caring for 

children who are ventilated long term  



Building the Evidence Base  



 
 

 

• **NEW** Guide to producing health information 
       for children & young people from PiF. 

 

• PiF is the UK network for professionals working to produce and deliver health 
information for patients and the public.  
 

• If you are involved in creating health information for children and young people, 
then this guide is or you.  
 

• It is full of practical information to help you produce results that are of high quality, 
appropriate and effective. The Guide brings together the experience of health 
information providers in the NHS, voluntary and private sectors, and there are many 
case studies that are examples of good practice.  
 

• More information from www.pifonline.org.uk 
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The power of social media  

With thanks to @grangerkate 









 



 Take care of you…. 

 Recognise and appreciate the good stuff   

 Interested in people – public as assets  

 Readiness to listen ‘No story lives unless someone wants to listen’  

  Belief in potential/High expectations 

  Embrace new communication strategies  

As professionals we can all consider our 
personal interactions with professionals as well 

as patients …..  



 
 

 
Kath Evans      
Head of Patient Experience  
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