
Achievements at 18 Months 

 

Using a legacy donation to improve local support services for 
people with Motor Neurone Disease (pwMND) across the Wirral & Ellesmere Port 

 

Christine Sutcliffe 
1
, Chrstopher Bennett 

2
, Paula Sutton 

3
, Debbie Williams 

4
, Liz Stear 

1
, Tracey Thomson 

2 

1
 Wirral Hospice St John’s, 

2, 3 
Motor Neurone Disease Association, 

4
 Motor Neurone Disease Association (Wirral Branch) 

mndassociation.org 
Registered Charity No. 294354  

wirralhospice.org 
Registered Charity No. 510643 

The Wirral branch of the Motor Neurone Disease Association (MND Assoc) were left a legacy donation to improve the 
experience of people with Motor Neurone Disease (pwMND) in the local area as 50% of pwMND die within 2-3 years of 
developing symptoms 

2
.  

 
The MND Assoc approached Wirral Hospice St John’s to explore the potential for partnership working, recognising both 
organisations’ shared mission to improving quality of life during a life-limiting illness and enabling a good death. 
 
Aim: 
To develop a needs based service to improve the care and support experienced by pwMND and their close social networks in 
Wirral & Ellesmere Port. 

More info, please contact: 
christines@wirralhospice.org 

References: 
1 MND Association: Improving MND Care Survey (2019). Accessible via: https://www.mndassociation.org/improving-mnd-care-survey-2019/  
2 Motor neurone disease (MND) https://www.nhsinform.scot/illnesses-and-conditions/brain-nerves-and-spinal-cord/motor-neurone-disease-mnd#about-motor-neurone-disease 

Initial Scoping: 
Showed that in previous three years, Wirral Hospice had 
supported 28 pwMND – approx. 50% of known cases on the 
Wirral.  
 

Focus groups with the pwMND identified gaps in: 
  Support with understanding the condition and navigating 
  care services 
  Psychological support from diagnosis to bereavement 
  Awareness of the condition amongst health and social 
  care professionals 
  Poor co-ordination of services 
 

The Plan: 
To develop a service funded by the MND Assoc legacy that 
would support co-ordinated services, provide professional 
advocacy and onward referrals, increase knowledge of health 
and social care professionals, and deliver emotional support 
for pwMND and their close networks. 
 

Legacy funding would cover: 
  15 hours per week MND Key Worker employed directly 
  by Wirral Hospice 
  ½ day per week extension of hospice counselling service 
  for direct access by pwMND or family 
  An external evaluation by a local University to measure   
  the impact and support future funding bids 
 

Hospice resources would be used to provide: 
  Expansion of bereavement support 
  Management, supervision and hosting of Key Worker and 
  counselling post 
  Quantitative data collection 
 

Progress at 18 months: 
  An estimated 80-85% of those with MND in locality have  
  received support from the Key Worker 
  Service accessed within approx 70 days of diagnosis    
  (reduced from 123) 
  Increased uptake of hospice services 
  Improved access and co-ordination to wider services 
  (see diagram opposite) 

Conclusion: 
The activity data shows the roles are supporting people with MND and supporting the co-ordination of services. 
 

Although the external evaluation reporting is not concluded, there is sufficient feedback from pwMND and health and social 
care services to be assured the Key Worker role and counselling provision are having a direct positive impact on the experience 
of pwMND and their support networks. 
 

Feedback shows that pwMND have confidence in the support of the KW role and their ability to ‘get things done’. Negotiations 
have commenced with local commissioners to seek ongoing funding for the KW role and counselling time. 

Work with the local NHS Hospital Trust: 
  Education sessions delivered to more than 50 staff in local 
  NHS Hospital Trust on understanding MND 
  Work with Patient Experience Hub to improve patient 
  pathway & experience 
  pwMND patient story shared with Executive Board 
 
Work with Wirral Borough Council: 
  Prioritising education grants 
  Exploring MNDa / Council partnership specialist stores 
 

Wider Impact: 
  Other North West NHS Hospital Trusts enquiring about 
  education sessions 
  Neighbouring Local Authorities looking to develop similar  
  approaches to prioritised adaptation grants 

Plus 70 additional hospice sessions: 
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