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Recommendation 
 
The Board is asked to hear and note this story. 
 

 

Summary 
 
The Board is asked to listen to Pauline Murray’s personal account of her patient journey 
following diagnosis of Auto immune limbic encephalitis (LGI1), the sharing of her recovery 
journey and the impact this has had on her role as Deputy Charge Nurse in the Intensive 
Care Unit at University Hospital Crosshouse. 
 
Key Messages: 
 
Pauline’s story highlights the positive impact it can have both personally and professionally 
when a staff member is a patient. 
 
The importance of listening for clues with patients and their families about symptoms and 
history when there is not a diagnosis. 
 
Managing the feelings of vulnerability and the loss of control when faced with possible 
disability and potential cognitive impairment.  
 

 
 

Glossary of Terms  
 

ICU 
LGI1 
NHSAA 
UHC 

Intensive Care Unit 
Auto immune limbic encephalitis 
NHS Ayrshire and Arran 
University Hospital Crosshouse 
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Background 
 
Pauline Murray, a nurse with NHS Ayrshire & Arran since 1986 has spent most of her 
career (26 years) in ICU at UHC, progressing through grades to become Deputy Charge 
Nurse and also Education Facilitator within ICU. 
 
Patient journey 
 

 Started to feel unwell on 4 January 2015  

 Went to Accident & Emergency on 8 January.   

 Magnetic resonance imaging scan, on 16 January, showed swelling in the brain 

(hippocampus) 

 Admitted to Ward 3E on 20 January for various tests and treated for viral encephalitis 

initially  

 On 23 January transferred to South General Hospital (neuro) and had multiple tests for 

Autoimmune encephalitis treatment of IV Immunoglobulin therapy over five days 

 A diagnosis of Auto immune limbic encephalitis (LGI1) on 19 February, treatment was 

high dose steroids for 22 weeks, then took until the end of 2015 to wean off them. 

My experience being a patient 
 
Initially Pauline thought her symptoms were due to menopause.   
 
She went on a quest to find out what was wrong when her symptoms, over a couple of 
days, changed and intensity increased.  She found this extremely frustrating as being a 
member of staff with knowledge, trying to convince GP/Consultants who didn’t know her 
that she wasn’t stressed.  Pauline knew her own body (symptoms were autonomic not 
stress related, which was an easy conclusion for a busy ICU nurse) the clues however 
were there.   
 
The art of listening is definitely something Pauline appreciates much more.  Listening to 
the family of patients about the symptoms and the history when there is not a diagnosis 
can be very important clues as to what might be wrong.  Communication is paramount and 
fortunately in Pauline’s job, she has the time to listen.  Pauline shared that ICU have very 
little complaints and listening is part of the reason. 
 
Vulnerability was something Pauline never imagined and the loss of control of what her 
destiny may be was a big issue for her, possible disability and potential cognitive 
impairment.  She didn’t feel safe in the ward (her brain swelling caused that) and the 
routine she found difficult, based around medicine rounds and meals.  Pauline had many 
seizures and the feeling of uncertainty was immense. She refused to wear pyjamas during 
the daytime and wore tracksuit type clothes and put her trainers on, trying to feel less 
vulnerable than she would  have had walking about in nightwear during the day. 
  
Pauline lost her independence and part of her identity and realised when she got home 
how important being a nurse was to her as a person.  She didn’t have her identity when 
she was ill and she didn’t know if she was going to be able to go back to work.  This was 
difficult to deal with, and due to seizures, she wasn’t able to drive. Pauline would rely on 
other people for nearly two years until she returned to driving.  This was a big learning 
curve for her as to what patients feel like who have life changing illnesses and are 
dependent on others for certain things.  
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The biggest impact to affect Pauline was the behaviours and attitudes of the staff and the 
effect that had on her (and still does).  
 
 “Think before you say” is Pauline’s new motto.   
 
Several situations had a negative effect on Pauline and something as simple as tone of 
voice and rephrasing can go a long way.  That said, Pauline shared, most people were 
great, caring and respectful and her overall care was very good. 
 
Pauline totally underestimated the length of time it would take to fully recover from a brain 
injury.  As an ICU nurse, she said, they quote a year recovery and patients do not believe 
that it takes that long.  Research has shown this and Pauline explains this to patients and 
their families.  
 
“I now understand why they don’t believe me; I didn’t either until I experienced it!” 
 
Pauline now volunteers for the Encephalitis Society and also actively fundraises. 
 
 
  



 

4 of 4 

Monitoring Form 
 

Policy/Strategy Implications 
 

The Board will monitor the delivery of the Healthcare 
Quality Strategy  

Workforce Implications 
 
 

The Workforce 2020 Vision will support the 
engagement with all staff in providing accurate 
information on all areas of quality and highlight areas 
of concern or risk 

Financial Implications 
 
 

None  

Consultation (including 
Professional Committees) 
 

Not required 

Risk Assessment 
 

Not required 

Best Value 
- Vision and leadership 
- Effective partnerships 
- Governance and 

accountability 
- Use of resources 
- Performance management 

Patient stories enhance relationships and integration 

Compliance with Corporate  
Objectives 

Create compassionate partnerships between patients, 
their families and those delivering health and care 
services which respect individual needs and values; 
and result in the people using our services having a 
positive experience of care to get the outcome they 
expect.  

Single Outcome Agreement 
(SOA) 

Patient stories can have a positive impact on SOA 
objectives 

Impact Assessment 
 
Impact assessment not required as this is an internal document.  
 

 
 


