
Parkinson’s care in Hertfordshire 

Since June 2017 we’ve collected 58 survey responses from members of Parkinson’s UK branches. 

We’ve surveyed members from our branches in West Hertfordshire, Hitchin, Lea Valley and Bishop 

Stortford.  

Our questions focused in on asking what services people could access and their satisfaction with 

their quality of care. The full survey is available in the appendix. On access to care the responses 

were as follows: 

 

Yes
32%

No
30%

No access at all
38%

Can you access your PD nurse often enough?

Yes
49%

No
44%

No access at all
7%

Can you access your consultant often enough?

Yes
28%

Yes, but less than 
needed

16%

No
49%

Don't need to
7%

Are you able to access an NHS physiotherapist?



The geographical location or respondents broke down (by postcode) as follows:  

St Albans    14           Bishop Stortford   7       Lea Valley       2       Hemel Hempstead   8     Stevenage 11 

AL1 5 CM21 1 EN7 1 HP1 2 SG1 2 

AL2 3 CM23 6 EN10 1 HP2 2 SG2 1 

AL4 3     HP23 1 SG4 1 

AL5 1      HP3 3 SG5 2 

         SG6 3 

        SG11 1 

Watford 15        SG14 1 

WD3 4 

WD5 1 

WD6 1 

WD17 2 

WD18 1 

WD19 
2 

WD23 
2 

WD25 
2 

 

We also asked a number of open ended qualitative questions. The following themes emerged: 

Helpful Parkinson’s nurses 

For those that could access Parkinson’s nurses a number of people stated the quality of care they 

received was good. They talked about the nurse giving “peace of mind” and being incredibly 

“helpful”. 

 

 

 

 

Even those who felt they didn’t see their nurse often enough were happy with the meetings when 

they did happen. Saying things like “Our nurse is very helpful informative when we see her” and “I 

have found my PD nurse very effective and supportive”. 

 

 

 

 

“Our Parkinson’s nurse has been 

a life line as we are new to 

Parkinson’s. The local services 

have been amazing to us as a 

family.” 

“It is nice to be able to contact 

nurse and talk over any 

problems. A great help on advice 

of medication” 

 



Capacity of Parkinson’s nurses 

A number of respondents talked about it being difficult to contact nurses. They described that 

nurses were difficult to get hold of, saying “It is difficult to speak to a nurse when I want to and get 

an urgent appointment.” and “Generally the care is excellent, but not enough and generally it is 

unreliable in getting a prompt response and advice and changing needs.” 

 

 

 

 

Many felt the care they received was good, when they could obtain the nurses. But there were 

challenges around getting in touch. One respondent said “The Parkinson’s nurse is very good when 

she is available. More nurses are needed. It can be very worrying if no one is there to answer 

problems.” 

 

 

 

Other’s mentioned the impact of sick leave. One respondent said “The only significant negative 

impact has been when the nurse was on extended sick leave. The level of cover was not as good as 

you would wish which must reflect the relative lack of resources.” 

There were also concerns around frequency of meetings. Some felt their meetings with nurses were 

infrequent. One response said “It would be better to have more regular meetings with consultant 

and Parkinson’s nurses. It’s planned at 6 month intervals regularly becomes 10-11 months.” Another 

said “Our nurse is very helpful informative when we see her, but once a year is insufficient.” 

 

 

 

 

Not being able to access care 

A number of respondents stated they did not have access to a Parkinson’s nurse. They expressed 

that this negatively impacted their care. 

Some were had just been diagnosed but described not having met a nurse yet, for instance “not yet 

been able to see a Parkinson’s nurse to explain my requirement”.  

“They do not answer my telephone 

call quickly/soon enough. When 

calls are answered you’re still 

informed you have to wait 18 

weeks for an appointment” 

 

“Without regular access to a 

Parkinson’s nurse it provokes 

anxiety. When things go wrong it’s 

not easy to get knowledgeable 

information” 

“Nurse is obviously overstretched 

and it can sometimes be difficult to 

get a prompt response, but very 

helpful when is available. “ 



Others said they hadn’t ever accessed a nurse and weren’t sure of what support they would offer. 

One respondent said “We’ve never had a Parkinson’s nurse to see me. Don’t know the impact of 

having a nurse as she has not had a visit from a nurse”. Another said “I’m unsure about what services 

a Parkinson’s nurse could offer but could be extremely useful” 

There was a clear sense that not being able to access a nurse was having negative impacts on their 

care. One respondent said “Earlier access to the Parkinson’s nurse would have been beneficial. Delay 

in accessing the nurse slowed down my medical treatment”. Another said “Lack of continuous 

reviews of symptoms, treatment, and medication by a Parkinson’s nurse when required has led to 

making decisions I am not fully qualified to make in the management of my condition on a daily 

basis.” 

Breakdowns in care 

There were also instances where not accessing a nurse resulted in some very clear breakdowns of 

care. One spouse said “My husband was in hospital/rehab unit for 2 and a half months and I felt he 

(we) did not receive the understanding a support from anyone who was really knowledgeable in 

Parkinson’s care. We struggled to get any help/support and I felt the medical care was less than 

adequate.  

“There seemed to be no-one to give me expert understanding and support. Not having a Parkinson’s 

nurse meant we didn’t receive the skilled help and advice we needed as my husband’s health 

deteriorated over several months. I think my husband’s last few months of life could have made more 

comfortable if we had had help and advice and understanding from a Parkinson’s nurse. Some of the 

care we received from hospital staff who were not expert in Parkinson’s was woefully inadequate”. 

 

 

 

 

 

 

 

 

Care in London 

4 respondents said that they were receiving some form of care (sometimes consultants or nurses) in 

London. One detailed some of the challenges of receive care in London:  “My consultant, Parkinson’s 

nurse and voice therapist are all the National Hospital, Queen Square. Access is getting worse, 

though my voice therapist is totally supportive with regular personal sessions on Skype.” 

“In August 2012 when I was in need of seeing my consultant (Dr Korli Para) was having trouble 

with meds. I was told I would have to wait for my routine appointment 3 months later. My GP 

in frustration rang Edgware Parkinson’s clinic and Dr Matthews took me on immediately.” 

“The anxiety of not being able to see a Parkinson’s nurse at Jacketts Field or have an 

emergency appointment with consultant resulted in me having a breakdown. 

My GP eventually managed to get me an appointment with the Parkinson’s clinic at Edgeware 

Hospital (not my borough) and they have been marvellous, helpful and available. I do not have 

a consultant but a doctor at the clinic.  

I think the standard of care offered in Hertfordshire was non-existent or negligent and I have 

not been in contact since.” 

 



“The care is excellent when I can access it. However the time between regular appointments is 

getting longer. After 15 years of suffering with Parkinson’s I am experiencing a sudden worsening of 

symptoms, but establishing a day to day dialogue to deal with is becoming problematic.” 

“Parkinson’s nurse always very helpful but getting a response is becoming more and more unreliable. 

Generally the care is excellent, but not enough and generally it is unreliable in getting a prompt 

response and advice and changing needs.”   

 

 

 

 

Access to physiotherapy 

Almost 50% of respondents said they couldn’t access a physiotherapist. Respondents commented 

“Care could be improved by provision of on-going Physiotherapy” and “Regular access to 

physiotherapy might be helpful” 

 

 

 

 

Other commenters stated waiting lists for physiotherapy were long. One respondent said “Not 

having to wait for 6 months for physiotherapy appointments would be good.” 

Some respondents said they have gone private commenting “Due to waiting times for physio I am 

currently having to have private rehab on my neck. I can’t really afford it but I need treatment now!” 

 

 

 

 

 

 

 

 

“Currently contacting the Parkinson’s nurse at the Royal Free Hospital 

if I need advice. I know nothing about a local Parkinson’s nurse. 

He/she has never been mentioned by anyone in the NHS. The Royal 

Free nurse has always been very helpful.” 

“Have had access to Physio. 

Involves long waits to see 

someone and then never see 

them again” 



Your local services 

How much support and care people living with Parkinson’s get can vary around the country. Do let 

us know how easy it is to get specialist care in your area. Any problems or issues will help us build 

the case that care could be improved locally. 

 

What’s your postcode?   _______________________________________ 

Tick the boxes of which apply 

1. Are you able to access the following services on the NHS?  

Occupational therapist 

Yes  

Yes, but it's less than I need  

I don’t need one  

I don't have one  

 

Parkinson's nurse 

Yes  

Yes, but it's less than I need  

I don’t need one  

I don't have one  

Physiotherapist 

Yes  

Yes, but it's less than I need  

I don’t need one  

I don't have one  

 

Speech and language therapist 

Yes  

Yes, but it's less than I need  

I don’t need one  

I don't have one  

 

2. Do you feel that the number of times you are able to see your consultant or Parkinson's 

nurse meets your needs? (This can include reviews, face-to-face and telephone 

appointments.)  

Consultant 

Yes  

No, it's less than I need  

No, it's more than I need  

I don't have one  

 

 

 

 

Parkinson’s Nurse 

Yes  

No, it's less than I need  

No, it's more than I need  

I don't have one  

 



 

3. How do you think the care you receive could be improved? 

 

 

 

 

 

 

 

 

4. What impact has having or not having access to a Parkinson’s nurse had? 

 

 

 

 

 

 

 

 

5. Do you have any other comments? 

 

 

 

 

 


