
 

 

 

 

 

 

 

Revised Minutes of the 

Enfield Learning Disability 

Partnership Board 
 

 

         
 

This Meeting’s Big Issue Was 
 

  

  

End of Life Care /  

Mortality Review 
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Present - People Who Were There 

Niel Niehorster  Chair - London Borough of Enfield Head of 
Integrated Learning Disability Services 

Kellie Scott Autism and Learning Disability Councillor  

Sheila Barry Specialist Participant 

Bill Barry  Peer Advocate 

Wendy Berry Family Carers Champion - Parent Carer/ CAPE 

Surojit Walawalker (Wally) Family Carers Champion - Parent Carer and CAPE 
Chair   

Bernadette Reigar Parent Carer/ (CAPE)  

Shirley-Anne Wheeler Equals Employment 

Lesley Walls Specialist Participant – Voluntary Sector 

Priscilla Surfraz Acting Manager, Community Nurses 

Elizabeth Taoushanis Autism and Learning Disability Councillor 

Danny Newland Carers Centre 

Geoff Lambrick London Borough of Enfield, Service Manager 
Assessment and Care Management 

Sue Wilkinson Advocacy Support, EDA Advocacy Project 

Richard Armstrong Autism and Learning Disability Councillor 

Sarah McLean SEND Project Manager (Presenting) 

Shirley-Anne Wheeler  London Borough of Enfield, Service Manager 
Equals Employment 

Faye Medcalf Autism and Learning Disability Councillor 

Ineta Miskinyte Service Development Manager (pm) 

Margaret Denney Autism and Learning Disability Councillor 

Vladimir Rokvic OT Student (Observing) 

Reeny Mariampillai Community Nurse/Acute Liaison Nurse N 

Chris O’Donnell Facilitator - Person Centred Planning Coordinator 
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 Guests 

Margaret Ngugi Community Nurse - Presenting 

  

Apologies – 

People who could not be there 

Elif Erbil Councillor 

Ergun Eren Councillor 

Maria Alexandou Councillor 

Tamara McNamara  Acute Liaison Nurse, Barnet and Chase farm 
Hospital 

Jay Bansal Autism and Learning Disability Councillor 

Denise Baidoo  Acute Liaison Nurse, North Middlesex Hospital.  

Arthur Georgiou Autism and Learning Disability Councillor 

Liz Griffiths Autism and Learning Disability Councillor 

Stephen Young Peer Advocate, Formont User Forum 

Jez Went Representing People with Profound and Multiple 
Learning Disabilities 

Naomi Gilder Autism and Learning Disability Councillor 

Louise Collins Autism and Learning Disability Councillor 

Victor Chanaryn Co-Chair, Autism and Learning Disability Councillor 

Anna Mandeville Barnet Enfield and Haringey Mental Health Trust 

Jane Richards Carer2Carer network 

Hinnah Gill iCan 

Pamela Burke Chief Executive, Enfield Carers Centre 
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Margaret Ngugi gave this 
presentation   
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Wendy said she was most concerned about the legal 

aspects – such as wills. 

Margaret said that the End of Life Care Steering Group 

does not offer a legal will writing service.  

 

The group would signpost people to solicitors if they 

wanted legal advice is available.  

Margaret is aware of a small number of people who 

have gone on to write legal wills.  
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Wendy suggested films could help people understand 

the concepts of End of Life Care Planning.  

 

Lesley said that supporting people with grief and 

bereavement is very important.  

Especially supporting people to funerals of friends and 

family.  

 

Faye asked how the group would support people who 

didn’t use words to speak.  

 

Shirley-Anne said that there are some excellent books 

from ‘Books Beyond Words’ 

Some of these books use only pictures to tell a story.  

 

People would still need to be supported to understand 

the books.  
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It is important that people have time to think and 

process this information.  

 

There is training for staff to use Books Beyond Words in 

March.  
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Chris then gave this 
presentation   
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Chris said that the Mortality Review Steering 
Group is very well attended. Members include; - 

 

• Heads of service for The Integrated Learning 
Disabilities  

 

• and Joint Service for Disabled Children. 

 

 

• Safeguarding leads for Enfield Clinical 
Commissioning Group,  

 
• and Barnet, Enfield and Haringey Mental 

Health trust. 

      

• Hospital Liaison Nurses 
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• GP Liaison Nurse 

 

• The GP lead for learning disabilities came to the 

last meeting.  

 

The board thought Healthwatch should also attend.  

Action – Chris will invite a Healthwatch representative 
to the next meeting.  

 

Wendy has attended a workshop run by 

Healthwatch. It said that one of the biggest 
indicators of early death was poverty.  

 

The group discussed Annual Health Checks.  

It is important that people attend their appointment and 
any follow ups.  
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Charlotte Wilson (GP Nurse) is working on this.  

 

The board talked about how important it was for people 

to look after themselves and stay healthy.  

 

People should have good health education.  

 

People’s supporters should give good advice.  

 

Wendy pointed out that Enfield have stopped 
providing cooked lunches for people who go to 

day centres.  



Page | 22 

 

 

Often people bring in sandwiches, that are less 

healthy.   

 

Chris said it was encouraging that the ‘Median Age’ 

people died in Enfield was higher than the rest of 
England.  

 

But this is just one statistic. It doesn’t tell us 

everything.  

 

For example, we are encouraging more people to have 

flu jabs.  

 

This could mean fewer older people die of flu. 
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That would make the ‘Median Age’ come down! 

 

Wendy asked how many people died of smoking 
related illnesses.  

2 

Chris said smoking only contributed to two people’s 

death.   

 

Enfield CCG, no longer offers a ‘stop smoking’ 
service. 

 

People can talk to their GP or Chemist about 

stopping smoking.  

 

Wendy asked how many people who died were obese. 

Chris said people weight is not recorded in the death 
reviews. 

*Note – the new LeDeR form asks about obesity.  
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Action – Chris to circulate percentage of people who 

died from potentially weight related illnesses.  

This can be checked with the national average.  

 

Action – Priscilla and Richard will look at how to support 

people who are obese in the Health Sub Group.  

 

Wendy asked if Community Nurses can offer flu 
jabs 

Priscilla said they do not. 

 

Action – Priscilla will see if ILDS could get someone 

from CCG to offer flu jabs at St Andrew’s Court.  

 

Lesley asked who was included in the reviews.  
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Chris said this depends on the person.  

Reviews would typically include people’s families, 

support providers, GP’s and hospital doctors (if 
they had one).  

 

Action – Chris will double check the reviews to make 

sure One-to-One have been involved when they knew 
people.  

 

Members asked if the End of Life Care plans were 

recorded and reviewed along with Support Plans.  

 

Chris said they were not. People involved in the 

workshops so far were clear they did not want them 
included in reviews or support plans.  

 

When supporting people to ‘plan when they are well’, 
these plans are entirely person centred for people to 
share as they wish.  
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People can have a copy held by the council, if they 
wish.  

 

When supporting people to ‘plan when they are ill’, 
the plans will still be person centred, but will be co-

produced and are likely to contain more medical 
information.  

 

These are more formally recorded and reviewed.  
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Workshops – How can we 
improve people’s care at the 

end of their lives.  

 

Work with Health Trainers to put on a healthy 
living roadshow.  

 

Support carers to be healthier.  

 

Put example End of Life Care Plans on line.  

 

Build links with ‘death doula’s’ – a group that will 

provide volunteers to be with people at the end of their 
lives.  

 

Provide support for couples who may be creating 

end of life care plans together.  
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Raise the profile of the impact of poverty on life 

expectancy and implication to DRE. 

 

Maximise the income of individuals by supporting 

people to claim benefits – the importance of information 
and advice.  

 

Making Annual Health Checks more consistent and 

producing Health Action Plans.  

 

Training for Carers on issues like constipation.  

 

Encourage people to put healthy diets in their support 

plans 
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How the Partnership Board will 
take the lead 

 

Action – The Health Sub Group will look at how 

One-to-One can access funding from iCan or 

provide targets for including people with learning 
disabilities in their work.  

 

 

The group asked if there was a difference in outcomes 

between people funded by the Local Authority and 

CHC. 

Action – Chris will send information on differences 
in quality ratings with these minutes.  

 

Action – Chris will contact Health Trainers about 

working with people with learning disabilities  

 

Action – Chris will put examples of good End of Life 

Care Plans on line.  

 

Action – Chris will contact ‘death doula’s’ about how 
they can support people with learning disabilities.   
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Money Matters 

 

Wendy talked to the group about Care Charging 

 

If someone gets a care service, they will have a financial 
assessment 

 

There is a book telling people about this. 

 It is not ‘Easy Read’  

You can get a copy from St Andrew’s Court.  

You can get a copy from the council’s website. 

 

To decide how much, you pay in care charges, the 
assessment looks at; - 
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Your income (for example, benefits) 

 

They take away your ‘Minimum Income Guarantee’  

This is the amount the government suggests you need to 
live on.  

 

They take away you Disability Related Expenditure 

(DRE) 

 

They take away any housing costs (like rent 

contribution) 

 

What is left over (more or less) is what you are 

charged for your care 
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It is important that people tell their assessor about 

any Disability Related Expenditure (DRE) they have 

These could be things like; 

 

• Extra clothes due to disability 

 

• Extra equipment costs due to disability 

 

• Extra costs of going on holiday due to disability 

 

• Support animals that help with your disability 
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Wendy told the group that lots of people do not claim any 

Disability Related Expenditure 

 

If someone gets disability benefits, they are likely to 

have DRE.  

 

After the last Care Charging Consultation, Cllr Cazimoglu 

asked for a working group to look at DRE.  

 

The group produced their guidance in December.  

 

Bernadette pointed out that the new guidance was well 

researched and based on good practice from around the 
country.  
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The significant innovation was to stop requiring 
evidence of spending, once someone’s needs for DRE 
were established.  

 

For example, if someone’s disability meant that they had to 

wash their clothes much more than other people.  

 

This would mean they had a DRE of extra laundry 
costs and replacing their clothes more frequently.  

 

In the past this person would have to provide receipts for 
their new clothes. 

 

The new guidelines say, if the need is demonstrated, 

and is not likely to change, and is below a ‘reasonable 

amount’ the person does not have to supply 
receipts.  
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The group were expecting a ‘pilot’ project of reviews 

using the new guidance to start in January.  

 

However, changes were made to the guidance after the 

group had finished.  

 

This means that the pilot has not gone ahead. 

 

There is a meeting to discuss these changes on the 4th 
March 

 

Faye asked about Easy Read versions 

Chris said that once the guidance is agreed he will work 

with the finance team on an easy read summary 
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Bernadette suggested that if people get a bill for care 

charges, that they ask for a breakdown in a form they 
can understand.  

Wally said he asked for a breakdown and it arrived within a 
week.  

 

Wendy said that people who are not getting DRE can ask 
for an assessment.  

 

Wendy then talked about the Minimum Income 
Guarantee (MIG). 

 

This is the lowest amount of money the government 

says a person can live on. 

 

The government publish guidelines every year saying 

what the MIG is.  
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Councils are allowed to give people a higher MIG (so 

they pay less care charge) 

 

For the last few years, Enfield had allowed people under 
25 about £25 a week more than the government MIG 
guidelines.  

 

Enfield have also allowed most people with ‘Severe 
Disabilities’ between 25 and 65 about £5 a week 
higher MIG than the government minimum.  

 

Carers were happy with this, as it allowed people with 

disabilities to keep more of their benefits.  

 

This is not stated in the policy but is in one of the 
examples. 
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Bernadette questioned if there had been a change in 
policy in applying the governments (lower) MIG? 

 

Bernadette said this was a poverty issue. The most 

vulnerable people are the worst off.  

Bernadette feels that vulnerable people are an easy target. 

 

Wendy has written emails asking about this. She hasn’t 
had any replies yet.    

Action – Wendy will write to Niel with her questions.  

 

Wendy also told the group about a Department for 
Work and Pensions (DWP) error.  

 

They put some people on the wrong level on ESA. 
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People affected are getting rebates.  

 

The same error meant some of these people will have been 

given a lower MIG, so will have been paying too much 
in care charges.  

 

These people would also have had to pay for things like 

dentist charges.  

 

Wendy has also written to the council about this. She 
has not had a reply.  
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Comments on Work Plan 

 

The work plan was agreed 
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Last Meeting Minutes 

 
Outcomes from November 2018 

Who Will do What Outcome 

Maureen 
Ncube 
(Community 
Nurse) 

Add information on Prescription Charges and 
Dental Charges and STOMP to her 
presentation at the Health Moving on Event 

This was done 

Chris Arrange a meeting to discuss training for 
Social Workers about carers needs, to include 
carers in the training 

This is arranged for 
25th February 

Chris  Invite Sarah Pope, Head of Safeguarding at 
the North Middlesex Hospital to future 
meetings 

Invited from May 
meeting.  

Sue Send write up of the Learning Difficulty and 
Autism Council Conference to Chris to 
circulate to the Board 

This will now be the 
‘Big Issue’ for May  

Chris Circulate Healthwatch consultation with these 
minutes 

Done 

Chris Offer an agenda item on Continuing Health 
Care to Paul Smith from Enfield Clinical 
Commissioning Group 

There has been no 
reply so far 

Chris Add information on STOMP to the Positive 
Behavioural Support sessions for carers 

April 2019 

https://www.photosymbols.com/products/minutes
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Chris Contact other Enfield Partnership Boards to 
see if they ace any issues with Enfield 
Connections 

Awaiting reply from 
Physical Disabilities 
and Sensory 
Impairment Board. 

Chris  Provide any available contract monitoring 
information on the current Voluntary Sector 
Commissioned activities 

Ineta will provide, to 
circulate with the 
next agenda on 29th 
April 

Chris  Contact Democratic Services about 
expectations of councillors attending Boards 

See below reply -  

 

“Management of Councillor attendance at Committees 

and Boards is undertaken by the groups themselves.   

 

 

If you put together a table of attendance over the last 
year showing which Cllrs are on the board, and their 
respective attendance, I’m very happy to pass this 
information to the party whips, who can take this up with 
the individuals concerned.” 

 

This is the Councillor attendance over the last year; 
- 

 

May 2018 – No Councillors invited due to election 
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August 2018 – No Councillors attended 

 

November 2018 – Cllr Maria Alexandrou attended 

 

February 2019 – No Councillors attended, but 

Cllr Alexandrou sent apologies.  

 

Action – Chris will write to Democratic Services. 

Chris will say the Board is happy with Cllr Alexandrou’s 
engagement but would like the parties to make sure other 
representatives attend.  
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Any Other Business 

 

Niel has written to the North Middlesex University 
Hospital about the importance of a permanent (Acute 

Liaison) Nurse post.  

 

Kelly has done a presentation about Leisure and Sport 

at the Civic Centre.  

 

The group would like to invite Doug Wilson (Head of 

Strategy and Service Development) to the next meeting. 

Action – Chris to invite Doug 

 

Wally asked if the council thought there would be any 

implication form Brexit. Niel said some planning is in 

place.  

 

Faye and Naomi are doing a lot of work with the North 
Middlesex Hospital on Accessible Information.  
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The group discussed concern with VCS funding not 
specifically including needs of people with learning 
disabilities.  

 

 

LDAC and LDPB could write to commissioners with 

their questions 

Action – LDAC and LDPB members to send the 
questions about VCS funding to Chris to prepare the 
letter.  

 

 

Current Financial Situation 

£700, 000 
Neil said current projections for this year are for a 

£700,000 overspend.  

 

Next year some ‘unachievable savings’ may be 

removed.  

 

 

There will be savings next year, to meet new demands.  
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Summary of Actions 

Who Will do What 
By 

When 

Chris Invite a Healthwatch representative to the next Mortality 
Review Steering Group meeting. 

29th April 

Chris Circulate percentage of people who died from potentially 
weight related illnesses. 

29th April 

The Health 
Sub Group 

Look at how to support people who are obese in the 
Health Sub Group. 

4th April 

Priscilla See if ILDS could get someone from CCG to offer flu jabs 
at St Andrew’s Court. 

October 
2019 

Chris Double check the reviews to make sure One-to-One have 
been involved when they knew people. 

29th April 

The Health 
Sub Group 

Look at how One-to-One can access funding from iCan or 
provide targets for including people with learning 
disabilities in their work. 

4th April 

Chris Contact Health Trainers about working with people with 
learning disabilities  

29th April 

Chris Put examples of good End of Life Care Plans on line.  29th April 

Chris Contact ‘death doula’s’ about how they can support 
people with learning disabilities.   

29th April 

LDAC and 
LDPB 
members 

Send the questions about VCS funding to Chris to 
prepare the letter. 

15th April 

Chris Send information on differences in LeDeR quality ratings 
for people funded by the CCG and people funded by the 
local authority.  

29th April 

Wendy Write to Niel with her questions around the MIG. 11th March 
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Chris Write to Democratic Services. Chris will say the Board is 
happy with Cllr Alexandrou’s engagement but would like 
the parties to make sure other representatives attend. 

31st March 

Chris Invite Doug Wilson to the next Partnership Board meeting 
to discuss Money Matters.  

29th April 
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The ‘Big Issues’ for our meeting on  

May 20th, 2019 will be…. 
 

Meetings for 2019 

 

 

 

 The Learning 
Disabilities and 
Autism Council  


