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AGENDA ITEM 10.0 

TITLE OF PAPER Patient Story to Trust Board of Directors 

Confidential YES

Suitable for public 
access 

NO 

PLEASE DETAIL BELOW THE OTHER SUB-COMMITTEE(S), MEETINGS THIS PAPER HAS BEEN 
SUBMITTED

None. 

STRATEGIC OBJECTIVE(S):

Quality Of Care To achieve the highest possible quality of care through learning from the 
experiences of families  

People Listening to relatives and friends on this sensitive subject, valuing their 
contribution to our learning experience, and improving the experience of  

Modern Healthcare To use these experiences to allow us to continue to deliver efficient and 
effective care. 

Digital Understanding how new technology can enhance the patient experience. 
Cerner Flow Pathway has been devised 

Collaborate Understanding how working with families who are expert patients by 
experience can improve the patient journey. 

EXECUTIVE SUMMARY

This patient story is felt to be relevant for the board to understand how families 
with multiple care needs and who have complex health journeys cope when 
navigating access to the NHS. And how we can continue to support and 
improve the patient and family experience at ASPH NHS Foundation Trust.  

RECOMMENDATION:  To Note 

SPECIFIC ISSUES CHECKLIST:

Quality and safety  The story supports delivery of quality care. 

Patient impact The needs of families who are navigating a complex healthcare service for 
themselves and their children who have disabilities need support to raise the 
importance of ongoing recognition for them, their families and support them in 
this continual journey through the NHS. They are silent heroes who selflessly 
seek to advocate for the wellbeing of their children. 

Employee This story demonstrates the need to raise awareness of patients who have 
additional needs that may not be visible  

Other stakeholder None identified 

Equality & diversity Responding to the needs of patients irrespective of gender, race, age  or 
disability. 



Finance No implications 

Legal No implications 

Link to Board Assurance 
Framework Principle 
Risk 

N/a 

AUTHOR(s)

PRESENTED BY Andrea Lewis, Chief Nurse 

DATE December 2021 

BOARD ACTION Receive 

Patient Story Background 

B.W is mother and sole carer to three children, two have disabilities and one toddler. Her family’s 
experience depicts the complexity of navigating NHS care and the difficulties of successful joined 
up working. B.W is an active participant of Surrey wide disability advocacy groups and her expert 
experience has helped her to facilitate and escalate the complex needs of her children. 

B.W patient/carer story highlights the biggest challenges families with children who have a 
learning disability can face and how joined up working can be difficult when multiple teams are 
involved in a child’s care. An improvement in clinicians’ understanding and the responses that 
the children have experienced due to having hidden disabilities has been challenging. 

B.W personal experiences have led her to have the confidence to challenge when a clinician 
lacks awareness. She expresses the importance of carers knowing how to escalate the needs of 
those they care for and this is part of the advocacy message she shares with those she 
encounters and also what it means to be a carer. B.W knowledge and expertise is extensive, and 
she is willing to partner with ASPH NHS Foundation Trust on coproduction work which will 
improve any aspect of the carer journey for those children with disabilities and also transitioning 
children with additional needs from paediatric care to adult services.  

 We want to ensure the Trust remains committed to the needs of those families who 
have complex health journeys.

 We want the Trust to remain committed to supporting families who are transitioning 
from paediatric care to adult services.

 Remain committed to co-production work and improving the experience patients and 
families have at ASPH NHS Foundation Trust. 

 For the Trust to maintain open and honest dialogue with patients who are experts by 
experience.


