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Behind the curtain  
https://m.youtube.com/watch?v=vnUmpFP9XsU 

Kiatipat’s story          
https://m.youtube.com/watch?v=MTqfzvbu1bU 
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43% per cent of 12-15 year olds told us that they were not 
fully involved in decisions about their care  

CQC 2014 Children & Young People’s Inpatient Survey Results  
(July 2015) 
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Helpful 
information/resources  to 
support engagement  & 
improved experiences with  
Children & Young People  
  
CYP Experience Presentations, 
Autumn 2015   
http://patientexperiencenetwork.or
g/resources/cypexp-events/ 

  

Key links/CYP Resources  
Not Just a Phase by the RCPCH 
provides a broad overview on CYP 
Participation  http://www.rcpch.ac.u
k/what-we-do/children-and-
young-peoples-participation/not-
just-phase-guide-participation-
children-and  
Ensuring vulnerable Young People 
included those who are affected by 
CSE are included 
http://www.youngpeopleshealth.or
g.uk/  
Ensuring young people with 
disabilities are included 
http://www.councilfordisabledchildr
en.org.uk/what-we-do/our-
networks/making-ourselves-heard 
Involving CYP in producing health 
information, Patient Information 
Forum   
http://www.pifonline.org.uk/new-
guide-to-producing-health-
information-for-children-young-
people-published-by-pif/ 
Children & Young People’s 
Integrated Care, National Voices 
work  
http://www.nationalvoices.org.uk/si
tes/www.nationalvoices.org.uk/files
/tlapmylifemysupportmychoice_fina
l.pdf 
17 Best Practice Case Studies of CYP 
Engagement 
http://www.myapt.org.uk/year-
4/gift-launches-ebook-with-nhs-
england/ 
Tools & resources to improve 
communication between CYP & 
Health Care Professionals ‘CYP Me 
First’ http://www.mefirst.org.uk/ 
The role of Key Workers in 
Improving CYP care as a route to 
capturing narrative to improve CYP 
Experience/Participation with CYP 
with Complex 
Conditions  http://www.clicsargent.
org.uk/content/nurses 
NHS England’s Guide to establishing 
a youth forum 
https://www.england.nhs.uk/?s=yo
uth+forum+guide  
Take Over Day Resources 
https://www.brook.org.uk/data/Ta
keover_Day_toolkit.pdf 
Building Health Literacy with 
Children and Young People 
http://primarycarekeele.blogspot.c
o.uk/2015/10/addressing-health-
literacy-needs-of.html?m=1 
Evaluating the NHS Youth Forum  
https://rcni.com/nursing-
standard/evidence-and-
practice/clinical/evaluation-nhs-
england-youth-forum-64546 
 

Tools to Facilitate Parent 
Involvement who have CYP with 
complex needs  
Links to Contact a Family 
http://www.cafamily.org.uk/ 
Links of National Network of Parent 
Carer Forums 
http://www.nnpcf.org.uk/ 
Expert Parent Carer Programme Led 
by Council for Disabled Children 
http://www.councilfordisabledchildr
en.org.uk/expertparent 
 

@FixersUK films  
A young girl’s experience of a 
medical examination  
http://www.fixers.org.uk/news/118
60-11208/patient-experience.php 
supported by Shropshire CCG & NHS 
England  
A parents experience of NICU/ITU 
http://www.fixers.org.uk/index.php
?module_instance_id=11312&core_
alternate_io_handler=view_fixer&da
ta_ref_id=13230  
A young man’s experience of 
Cerebral Palsy 
http://www.fixers.org.uk/fixers/14
009-11312/kiatipat.php 
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Reflecting on case studies..... 



 Are there particular approaches in the case studies 
that you liked or disliked?  

  
 Want more information on? Wanted to clarify? 

 

 If you have experience of being involved in public 
engagement  or debate in outcomes for services, 
research or commissioning? 

 

………..What worked or was positive? 
 

………...Were there problems or issues?  What are 
these and how do we overcome them? 

 

…………If you were doing it again what would you 
do or want done differently? 

 

…………How did these compare to the case studies?  
 

 

Reflecting on the case studies 



 Many ways to make a cuppa................... 
 

 

 

 

 

 

 

 

 

 

 Sally wants to capture all the methods, approaches 
and considerations discussed today..... 

  

Methods, approaches, considerations   



Outcomes that matter to patients and the public; what are important 
elements of success in methods, approaches, considerations?  



 Take 5 - 10 mins to develop a scenario/context 
for developing outcomes that matter to patients 
and the public – suggest that you use something 
real from the group...... 

 

 If this is too difficult ask Sally for an example  

Applying the shared learning  



 Context: healthcare/service - what do you want to 
improve? 

 Context: research - what do you want to capture and 
measure? 

 

 For both: 
 Sources of existing useful & relevant information?  

Someone done this before? 
 People involved?  
 How to work together and engage? 
 How to use the outcomes?  Get others interested? 

 

 

Task: a short plan to develop outcomes that matter 
to patients & the public for your chosen scenario. 
Plan should address;   
 




