Heywood & Middleton Primary Care Trust

Learning Disabilities Service


The Dementia Baseline Screening Pilot in Rochdale

Introduction

This report is to discuss the baseline Dementia screening pilot that took place in Rochdale between October 2005 and June 2006. In total 17 participants were involved. The report will give a rationale for introduction, background information and summary of findings. It will conclude with recommendations to take to the partnership board.    

Rationale

There is clear evidence that people with learning disabilities have a greater range of health needs than the general population.

In addition, research has shown that people with learning disabilities face an increased risk of Dementia (21% compared to 3% general population) – (Valuing People, 2001).

There is no evidence that Dementia affects people with learning disabilities differently from other people in the general population, however, the early stages are more likely missed or misinterpreted, particularly if several professionals are involved in the person’s care 

(Alzheimer’s Society, 2006).

Of the population of people with learning disabilities, 20% have Downs Syndrome, 1 in 3 people with Downs Syndrome develop Dementia.

Figures from one major study suggest the following percentage of people with Downs Syndrome have Dementia

· 30 – 39 years    2%

· 40 – 49 years    9.4%

· 50 – 59 years  36.1%

· 60 – 69 years  54.5%

The study also states the following percentages of people with learning disabilities who do not have Downs Syndrome have Dementia:

· 50 years plus 13%

· 65 years plus 22%

· 
This is four times higher than the general population.             

(Alzheimer’s Society, 2006)
As people with learning disabilities are living longer (DOH, 2001), it is expected that the incidence of Dementia in people with learning disabilities in Rochdale will reflect that of the rest of the country.  Therefore I am proposing that Rochdale takes both a proactive and reactive stance to address this now.

Background

In October 2004 a group of nurses attended a visit to Burnley Psychology Department to listen to a presentation about Dementia and people with Downs Syndrome, older people with learning disabilities, and the proactive screening that was taking place in Burnley.  From that presentation myself and Sue Smith (Health Facilitation Lead) discussed how we could develop a proactive process of Dementia screening in Rochdale.

Following discussion with Sue Smith I sent a memo out to all areas within the Heywood & Middleton Primary Care Trust Learning Disabilities Service (including Respite and the Community Team for Learning Disabilities) informing them that I had set  a meeting to commence a working group for people interested in Dementia and people with learning disabilities.

The first meeting took place in November 2004 with 7 people attending across the service (including 3 Support Workers).  From the first meeting it was suggested that a pilot baseline screening for Dementia be undertaken.  The assessment tool used in Burnley was the ABS (Adaptive Behaviour Scale).  

A proposal for a pilot was taken to the Learning Disabilities Service Policy Council.  Originally it was proposed to screen everyone with a learning disability, but this was deemed unnecessary.

Following feedback I undertook the following:

· Contacted Vee Prasher (Consultant in Birmingham) who is a lead in Dementia about assessment tools used in Birmingham.  I emailed the question re. Assessment tools on the Learning Disability Network and the consensus were that the DMR tool (recognised validated tool) was the most widely used, as it was easy to complete and score.   

· Met with Ian Fleming (Clinical Psychologist in Rochdale) to discuss joint working.  Ian discussed getting an assistant Psychologist to do some joint working but this would not be until September, unfortunately he was unable to offer assistance in September.  However, Ian stated that he would be interested in the outcomes of the pilot and he agreed that nurses as done in other Primary Care Trusts could fill in the DMR.

Regarding the proposal I emailed The Netherlands for costings of the DMR, visited other Primary Care Trusts to find out how they completed the DMR – Wigan PCT etc – Networked regarding other information.

· Dr Nicky Sermin (Consultant Psychiatrist in Rochdale) has been kept up to date of the developments and if there was enough evidence she had proposed to commence a Dementia Clinic.

The second proposal for the pilot was accepted at our Policy Council.

From the second proposal at the Policy Council the pilot was reviewed to be a small-scale pilot with 20 people who had Downs Syndrome aged 35 years plus.

The proposal was for a baseline screening tool using the DMR and a local skills inventory tool, the ELSI (Everyday Living Skills).
This would take overall 8 months to complete (including screenings and writing up of reports).

Method

The pilot was proposed to have 20 participants who had Downs Syndrome and were aged 35 years plus.  Participants were gained through sending out a letter to every organisation in the Rochdale, Heywood and Middleton Borough for interest.  Response came back from 4 organisations and when the proposed start date was given names of 20 people were given for the pilot.

I recruited three more Learning Disabilities Practitioners who had an interest in Dementia and from discussion with their line managers had the time to give to complete the pilot.  The sub group for the pilot met regularly to set up a standard of how to complete the pilot so everyone was working to the same agenda/standard. Consent forms were adapted from the Health Action Plans (HAP) and a laminated version of the Downs Syndrome in Scotland’s “What is Dementia?” was used to explain the process to the participants, along with a crib sheet to ensure consistency/prompts of what was said to one person was the same for the next person.

The pilot commenced in October 2005 with either given consent or best interest discussion or refusal gained then dates set for completion of DMR/ELSI, all of which were completed by January 2006.  The DMR would then be reviewed in May 2006.

The participants kept the completed DMR and ELSI assessment tools and a short report of the DMR results. A copy of either consent / best interest / refusal forms, short report of the DMR and ELSI evaluation form were kept locked away with the other pilot forms at Ralph Williams Clinic and this was explained to each participant. These forms were ID numbered to ensure confidentiality and the contact details named list kept separate in a sealed envelope. Clerical support for the report typing was restricted to one clerical staff member and the reports filed under the participants ID number on a restricted access computer drive within the clinic.   

Initial results from the pilot showed:

· an increase in referral to Dr Sermin

· 2/3 people already involved with Dr Sermin

· 2/3 people showing signs of Dementia

· the need for an increased awareness for staff

Training sessions were put together for 2 days for a staff member from the areas the participants came from.  From the training course each area had an information file on Dementia.  The training included what is Dementia, Epilepsy, Behaviour, Loss & Bereavement and some health issues.  The training took place in December 2005.

Issues with Pilot

Conducting a pilot on even a small scale did encounter some problems.

Issue:

· Four Learning Disabilities Practitioners completed the pilot but not all were working to the same standard with attendance at the sub group meetings sporadic.  

Solution:

· I would arrange supervision on a 1:1 with the co-ordinators to ensure a consistent approach and iron out any concerns/problems that needed addressing.

Issue:

· The pilot was in addition to my job role and at the time I was Learning Disabilities Practitioner for over 40 clients.

Solution:

1st Stage – Release three of the Learning Disabilities Practitioners who have moved on.

-  This has now been overcome by merging with another team and from support/supervision highlighting my caseload to ensure I had time to complete the 2nd stage.

Issue:

· After the initial completion of the first stage it was identified that participants found some questions difficult or maybe did not understand the question/concept.

Solution:

· For the second stage I devised some laminated pictorial aids to assist with the seasons and months of the year questions

-   Questions on the DMR relating to the name of the Queen/Prime Minister were adapted to who the person was interested in, ie. favourite TV soap star, Football Team Manager, from pictures in TV magazines

Issue:

· In between the first and second stage three of  the Learning Disabilities Practitioners were no longer working for the service – two had new jobs, one was a student.

Solution:

· To ensure consistency I completed the second stage myself.  

Letters were sent out to the participants at the end of the first stage to thank them for their participation and to let them know I would be contacting them in May 2006.  At the end of April 2006 I sent out letters to each participant informing I would be contacting them again to start the second stage.

Results
Out of the 20 participants initially identified, 17 people took part in the first stage.  

· 1 person had initially given consent then refused

· 1 person had moved away 

· 1 person had refused (the staff team refused on her behalf due to concerns re. blood tests)

At the end of the second stage 17 people had participated.  

In addition the two people who refused the review in May 2006 consented and completed the DMR, for the other person who had been refused by the staff team I had taken a draft copy of the pathway and the staff team were to discuss it at their next house meeting.  Initial concerns were discussed and the screening dates have been booked for the next few weeks and completion will be achieved.  These people could not be counted in the numbers of the pilot, as their DMR needs to be reviewed in 6 months.

From the remaining 17 people:

· 3 people had referrals sent in for additional investigation (2 people have now been prescribed Aricept) relating to possible diagnosis of Dementia and Dementia Awareness training has taken place for two areas of staff.

· For 1 person Dementia has been ruled out but a referral for counselling has been sent

· One person has had a referral for behavioural support in addition to their Dementia and there is now joint working with RMBC regarding Loss & Bereavement for the other clients in their home.  

· Joint working with myself and Psychology is taking place for one person

· Two people had moved in between the first and second stage.  From both new areas staff had requested and received Dementia Awareness training.  This also resulted in a referral for baseline screening for another person living in the same area.

· One person has had Psychology input regarding additional tests.

Conclusion
The outcomes of the pilot have highlighted the need for proactive screening not just for people who have Downs Syndrome, but also for other people who have learning disabilities.

The pilot also highlighted a need for a Dementia Care Pathway and joint working for all professionals.

Recommendation 1 
The pilot had 17 participants from two organisations.  Awareness of the pilot has been highlighted and referrals sent from other organisations for baseline screening.  It is known that there are at least 10 other people in the Rochdale Borough who meet the criteria for screening.

Out of 17 people in the pilot at least 6 people have symptoms of Dementia.  The success of the pilot highlights the need to expand the pilot to all people over 35 years with Downs Syndrome. As the Alzheimer’s Society have discovered, 13% of people with learning disabilities over 50 years and 22% of people with learning disabilities aged 60 years plus have Dementia.  Therefore, the criteria need to include people with learning disabilities who are aged 60 years plus.

Action
Letters to all providers in the Rochdale Borough have been sent out to establish the numbers for this baseline screening.  At present awaiting response with a current estimate of around 50.

Proactive Screening will develop services, establish more consistent services and develop training/more effective Person Centred Planning.

From the initial pilot I received referrals from three other people to complete baseline screening for.  These people did not meet the pilot criteria but were aged 58 years plus and had a learning disability and were showing signs of memory loss.

Recommendation 2
The pilot also highlighted the need for a Dementia Care Pathway as at present the service to diagnosis and beyond is sporadic.  

Actions
1) A pathway has been drafted together with myself as co-ordinator/lead person (Appendices 1&2). 

2) I have emailed and networked to find out about any other pathways that exist and then drafted a pathway.  Meetings have been held with the Community Team for Learning Disabilities, Dr Sermin, RMBC and Ian Fleming to establish the pathway.

3) Copies have been sent out to Older People’s Services with feedback from Fran Nelson, Rowena Vickeridge, Janice Sedgwick and Patricia Galloway.

4) I am in the process of establishing links with the memory clinics in Rochdale/Wythenshawe and Dr Thomas in Bury.  Feedback from Helen Rawding (RMBC) and Sue Battin (Mencap) has been encouraging and Fran Nelson liked the pathway, as it was easy to understand and had a holistic approach to the pathway.

5) Following the pathway subgroup meeting on the 12th July, it was agreed to run with the drafted pathway within the Rochdale Borough. 

Recommendation 3

The pilot and the Dementia Group have highlighted the need for successful intervention that Dementia awareness has achieved in the 18 months since it was developed.


The pilot has highlighted the need for proactive as well as reactive baseline screening.


Review of the pilot identified that in order for this to continue there is a need for a co-ordinator to plan, implement and ensure the review of this screening to ensure it takes place and outcomes are reviewed/initiated.

Action
· To have a lead specialist to review, plan, implement DMR/ELSI screening.  

· The lead specialist to also arrange/co-ordinate consent, when review to take place

· To have specialist knowledge to support regarding referrals, ensure reviews are evaluated and do take place.

· Clerical support hours to be available for support to the Lead specialist.

Recommendation 4

Lead specialist to co-ordinate presentations regarding screening/training awareness.

Action
Letters to be sent out to all providers in the Rochdale borough regarding interest in Dementia training and estimated numbers required.

Other Positive Outcomes of the Pilot:
· Joint Working has been established across the various Learning Disability services.  There are now over 14 members of the Dementia Working Group across RMBC, Mencap, private providers and Heywood & Middleton Primary Care Trust’s Learning Disabilities Service.  The group has initiated the pilot, developed staff information packages and supported staff regarding issues on Dementia.  The group is now looking at developing accessible client information.

· The work going on in Rochdale has been recognised across the region I have networked via emails/phone calls and attend meetings in Wigan, Merseycare, Halton, Bury and older people services, sharing good practice and highlighting the achievements in Rochdale.

· Joint working on cases relating to Dementia has been developed with myself and Dr Sermin/Psychology/Community Team for Learning Disabilities in relation to baseline screening and training.

· Referrals for screening not based on the criteria for the pilot have been sent in and baseline screening conducted.

· Dementia Awareness has been highlighted and the demand for  training has increased.

· Through working with generic services, the role of a Learning Disabilities Practitioner has been highlighted and recognition of referrals where needed.

· Networks and links with older people generic services and mental health services, memory clinics, Dementia nurse specialists (Admiral Nurses) and The Alzheimer’s Society have been developed.

What Next

· Letters have been sent to local providers in Rochdale re. screening and feedback is coming through (one screening already planned).

· A presentation to be given to the Community Matrons in September 2006 regarding what is happening.

· There are three more dates planned for the Dementia Group to organise and chair.  The next meeting in June includes presentations by an Admiral Nurse and a Dementia Nurse specialist in the acute settings.

· Letters have been sent out regarding training for Dementia.  Responses from six organisations with training given to one organisation.

· From the pilot the review of the participants to be co-ordinated and implemented either 6-monthly or 12-monthly as per recommendations.  ELSI review to be completed in the next 6 months, lead to joint work with staff/relatives on completion of ELSI.

· Funding to be reviewed to obtain more DMR assessment tools, if screening to go ahead across borough

· Present the findings of the pilot to GPs, Professional Executive Committee and the Partnership Board.

Summary:

I would suggest that to move this project forward, a full time Dementia Lead is necessary.

On average a DMR screening can take 1 – 1½ hours and an ELSI can take 1½ - 2 hours per person (not including travelling time/planning, report writing time) As 50 people have already been identified, this will involve a considerable amount of work.

Currently within my post I spend 25 hours per week on dementia related work. However with the potential expandation identified above, I would suggest that to take this project forward a 37.5 hours full time dementia lead post is required.

The pilot has demonstrated a need for both proactive and reactive screening.  A consistent approach is required to ensure accuracy of findings.  Training for staff has been identified as crucial to the success of this initiative.

Both Psychology and Psychiatry are involved in this project and are keen to take it forward.  With this in mind all parties involved have developed a Dementia Pathway. (Appendices 1 &2).

Sharon Dewhurst 
Learning Disabilities Practitioner

Lead for Dementia

20 July 2006

Appendices 1- Dementia Pathway

Appendices 2 – Appendix to Pathway
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