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Aim 

• To understand how we could improve the care 
in our unit from the perspective of the patient 
and family.  

 



What Would You Ask the Staff to Do? 



Creation of an ICU Patient and 
Family Advisory Council 

• To provide a forum for patients and carers, 
who have experienced the ICU journey; 

• To suggest improvements in the quality and 
safety of the care we deliver; 

• Based on a model from the Beth Israel 
Deaconess Medical Centre in Boston. 

 



What did we do? 

• Applied for a Foundation of Nursing Studies 
(Burdett’s Trust for Nursing); 

• Received small grant to enable us to create 
our Council; 

• This allowed the group to pilot our idea.   

 



Recruiting for the Council  

• We aimed to avoid the professional patient; 

• We explored critically who our population 
was;  

• Actively recruited patients or family members 
who had been unhappy with an element of 
their care; 

• Challenging but crucial.   
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The Council – a framework 
 

• 10-12 patient’s and family members. 

• Agenda set by patients; 

• Each meeting patients explore different points 
in their journey; 

• Meet every two months for two hours; 

• Encourage patients to bring carer/NOK/family 
member. 

 



Consultation vs. Involvement  

• This is not a consultation forum;  

• Patients and family members are engaged 
active partners; 

• Co- chaired by a family member; 

• Moving beyond a simple focus group exercise, 
which in itself may be classed as service driven 
as opposed to person centred.   

 



Where are we now?  

• ‘Not a moaning exercise’- solution orientated 
group; 

• Agenda created by the Council; 
• First meeting on 19th of May; 
• Setting the scene exercise; 



First Meeting 

• Meetings will reflect patient journey; 

• Creation of a process of staff interaction with 
current projects/practice development.   

 



Future Plans 

• Five more meetings over the next year; 

• Each stage of the patient and family journey 
will be critically analysed; 

• Facilitation/ chairing will be rotated around 
the group; 

• The next big challenge will be how we feed 
into current practice.   

 



Key Learning 

• Don’t over think- the patients really do have 
the answers!  

• Don’t underestimate how much patients also 
want to improve the service: 

 ‘We have 12 hours to try and make a 
difference’; 

• Engaging patients can have positive effects.   



GRI PFAC  



Thanks 
 





We’re Patients and We 
Matter! 

 

 

 

Sandie Dickson 

Involvement, Equality and Person-centred  

Programme Lead, The State Hospital 

sandiedickson@nhs.net 



Listening to Learn 
 When you’re talking, you are only sharing 

what you already know. You never learn until 
you stop talking.      



Patient Partnership Group: Starting 
the Journey 

• 2004: ‘Buy-in’ at Board level 
• Dedicated resource - clinical 
• Staff and patient ‘champions’ identified 
• Changing culture 
• Fears  
• Shifting the balance of power 
• Challenging decision making rationale 
• External support 

 
 
 

 
 



The Patient Partnership Group 

• Ownership 

• Elected Patient Chair 

• Communication 

• Inclusive practice 

• Credibility 

• Accountability 

• Succession planning 

 



Format 
• Meet weekly  
• Timetabled programme: 
- Monthly meeting (monitors and addresses unresolved action 

points) 
- Communications Group – monitors the efficacy of methods 

used to ensure patients receive information specific to 
individual need 

- Catering Group – discuss quality and consistency 
- Patients as People Group –recovery based creative feedback   



We’re not the ‘Experts’ 
  

Which mattress? 

Memory Foam? 

Latex? 

Pillow top? 

Pocket sprung? 



In-Patient Settings: ‘Home’ v Acute 

Meal Service Feedback 

 

 

 
•‘real-time’  

• process to ensure response 

within 7 days 

• changes to menus directly 

attributable to feedback 

 



Extending Our Journey 

• ‘hard to reach’ patients – community 
meetings 

• sharing patient stories with the Board: DVD 

• training patients to graphically record 
information 

• marketing our successes 

 

 

 



 Challenges en-route 

• Managing aspirations 

• Progressing from ‘listening’ to ‘acting’ 

• Evidencing improvement 

• Embedding patient involvement in all areas 
of service delivery 



How do we Know Our Journey 
has been Worthwhile? • Service Leads seeking views of group 

• Timetabled, protected activity 

• Additional resources allocated 

• Embedded within care and treatment plan objectives 

• Regular referrals for new members 

• Examples of changes made to service delivery directly 
attributable to feedback from this group i.e. change to meal 
ordering system 

 



The Recovery Tree 

Q: Tell us about how this 

environment either helps 

or causes challenges for 

you in your recovery 

journey 

Brown Leaves – 

challenges 

Coloured Leaves – 

enablers 



The Recovery River  
(adapted from the Kawa River Model, Iwama, 2006) 



River Components 

Boulders: Major Obstacles - hard to shift, will take a 

long time, may always be there, require real effort 

Pebbles: Challenges -will move but need some effort, may stop 
and stay still for some time, will eventually erode 

Twigs: Opportunities - easy to shift, may take a long time to 
reach the end of the river but will get there 

    



Reflecting on our Journey 

• Small ‘matters’ to us are big ‘matters’ to 
patients 

• Adopting an evidence based approach is more 
likely to result in effective outputs 

• Having ‘buy-in’ at Board level is vital to the 
success of a ‘change initiative’ 

• Start with the ‘believers’ and accept that  

 you can’t ‘convert’ everyone 

 



The End of the Road ………… 

Before you are invited to take part in a group 
activity during which you will be asked to  

use creative medium to share your views, I’m 
happy to try to answer any questions you may 
have. 



 What are the challenges  

 and / or opportunities for  

 you in setting up a partnership 
forum? 

 
 


