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PATIENT PARTICIPATION  
Parkinson’s Patients at  
Caen Medical Centre 

on Tuesday 18
th
 July2017 

 
Attendees     
Dr Brian Bennett   Laurence Pink 
Nurse Rhona Short   Sylvia Pink 
Julie Tanton    Maureen Ranson 
Geoffrey Betteridge   Ann Skudder 
Jennifer Bonds   David Trueman 
David Cawthorne   Patricia Trueman 
Michael Cray    George Underhill  
John Masterton   Jannette Underhill 
Thomas Payne   Terence Webber 
           
The practice invited 19 patients who are documented in their clinical records as having 
Parkinson’s to attend today’s patient participation group meeting, 13 patients accepted the 
offer and 12 of those attended today’s meeting, three spouses joined the meeting.  
  
Welcome/ Introduction 
Dr Bennett started the meeting by thanking everyone for taking the time to attend and asked 
everyone to introduce themselves.  Dr Bennett then explained that we hold patient 
participation group meetings on a quarterly basis inviting selected groups of patients with 
particular needs or conditions to discuss how we are doing at meeting their needs, the 
experiences they have encountered and how we might improve our services by asking them 
for their perspective on the service offered.   He explained that after previous meetings minor 
changes or improvements had been implemented for the benefit of those patients using that 
service. 
 
Practice Nurse Kim Singletary was also present at today’s meeting. 
 
The following areas were raised and discussed. 
 
Understanding Your Condition and Your Treatment Regime 
Most of the patients present have suffered Parkinson’s for some time and appeared to have 
a good understanding of their condition.  One patient explained that it is a very difficult 
disease to live with as it affects the brain as well as movement.  They feel they are no longer 
able to multi-task but need to perform one task at a time as everything becomes muddled if 
they try to do too much. 
 
Most present were already members of Parkinson’s UK and said that this society is active 
locally and a great source of information and support. 
 
 
Primary/Secondary Care Input 
The group reported concerns with regards to delayed follow ups at NDDH.  They said that 
they are seen by the consultant who requests for them to return in 3 months but 7 months 
later they can still be waiting for an appointment.  This is even occurring when medication 
changes have been implemented.   
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They also reported that it has become more difficult to make contact with the Parkinson’s 
Nurse.  We used to have two dedicated Parkinson’s nurses in the area but this has now 
reduced to one nurse who only works part time.  Patients reported that she is very difficult to 
get hold of and nearly impossible to see.   The group accepted that this Nurse and the 
service are obviously stretched but this does not help when they need advice or guidance 
especially when in crisis. 
 
One patient enquired what the role of the Parkinson Liaison Nurse is and Dr Bennett 
explained that she is there to help with advice and guidance with treatments and care and 
should be a good contact for patients who have had a change in medication and need some 
advice.  Dr Bennett went on to say that if you cannot get hold of the Parkinson’s Nurse that it 
is OK to seek help from your GP. 
 
Dr Bennett and Nurse Singletary explained to the group that they should never wait in a 
crisis or if struggling and should make contact with Primary Care services as they can help.  
It might be that the GP will need to make contact with the consultant for advice but they 
should not be left alone without help.  The practice can help and support. It might be that 
other illnesses/conditions may be contributing to a decline in health or other medications are 
affecting their Parkinson’s medication.  Also if they are suffering low mood their GP can refer 
to the Crisis Team or for other secondary care input. 
 
One patient said that he makes contact with the consultants secretary when chasing follow 
up appointments, she can usually advise and let him know when he might be seen. 
 
One patient asked if there was a dedicated Parkinson’s consultant which patients can see 
rather than a Care of the Elderly Consultant.  Dr Bennett explained that this would be a 
referral to a Neurologist and the nearest is either Taunton or Exeter.  He explained that Dr 
Saunders at NDDH is very knowledgeable in the condition and is a willing and helpful 
contact for the GP’s.  Dr Harrower, Consultant Neurologist is based in Exeter but does 
attend NDDH to hold clinics. 
 
The patients present felt strongly that it was important to have regular reviews which ideally 
should be with the same person who knows them, especially when altering medication. 
 
One patient said that she felt the Consultant has been asking for her input too much and felt 
he wanted her to make the decision when considering alterations to her medication.  Dr 
Bennett explained that side effects from medication, especially with Parkinson’s medication, 
can be very different from one patient to the next and he might have been trying to access 
her response and side effects to particular medication before deciding on a treatment plan. 
 
The group accepted that there are capacity issues for this service at NDDH.  One patient 
asked if they could request to be seen elsewhere, Dr Bennett explained that this is patient 
choice but warned that this might mean travelling to clinics in Exeter or Taunton for 
Specialist input.  Some had concerns that in time this service may be centralised out of area. 
 
The practice does display some information with regards to Parkinson’s and when asked if 
this was sufficient the group said it felt ambivalent about the information supplied or 
displayed at the practice.  The practice was interested in all the groups available locally and 
will make contact with Parkinson UK to ensure we are displaying all the information available 
and that it is up to date. 
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Medication  
Many of the patients felt that the medication cocktail they were on to be complex and 
sensitive.  One patient said she felt the medication was at times worse than the condition 
and that you probably would not take the medication if you worried about all the possible 
side effects listed in the drug information sheets. 
 
Dr Bennett explained that these types of medication can be difficult to get right and can be 
very different for each individual.  He said that due to this GP’s can be reluctant to make 
medication changes and may seek the advice of the patient’s consultant before changing 
medication. 
 
Local Support Groups 
On discussion it soon became apparent that Parkinson’s UK is very active in the area, 
holding monthly meetings (1st Saturday of the month) at Goodleigh village hall.  Many of the 
patients present attend these meetings and two currently sit on the committee.   
 
Through this group other sessions have been organised and this includes dedicated 
physiotherapy classes for patients with Parkinson’s, this is run by a physiotherapist from 
NDDH.  Singing groups have been set up to help with vocal exercises.  Speakers and 
Specialists also attend the monthly Saturday meetings and this might be the Parkinson’s 
Nurse or Speech Therapy. 
 
The group present encouraged anyone that is not already a member of Parkinson’s UK to 
join up.  They received a quarterly magazine but they can also offer support and guidance in 
all areas including benefits.  They can also advise on and supply equipment.  
 
Those who attend the monthly support group meetings said that it also helps to meet and 
talk to other people with the condition as you can offer support to each other.  Some present 
said that a group in Braunton would be lovely as transport can be an issue. 
 
One patient present also informed the group that Parkinson’s UK also has a free Helpline. 
 
Dr Bennett added that Patient.co.uk is also a good source of information and Nurse 
Singletary said that Care Direct can also help with equipment such as shower aids, toilet 
raisers etc. 
 
Outcome/Changes Suggested 

 Practice to promote Parkinson’s UK, especially local groups and events.  This will be 
requested from our local Parkinson’s UK representative. 

 Patients to seek help from the practice GP’s if they are in crisis and cannot make 
contact with secondary care for support. 

 Practice to write letter of support to Secondary Care Service raising the concerns of 
patients with regards to delayed follow up appointments and reduction in Parkinson’s 
Nurse support 

 
Summary/ Discussion 
The patients present were thanked for taking the time to attend today to talk about their 
experiences.  The practice team had been delighted by the turn out of patients attending this 
meeting and felt the meeting had been constructive and informative.  The group thanked the 
practice for the opportunity to discuss their condition and the care provided and asked if a 
follow up meeting could be arranged for the future. 
 
 


