JOINT COMMISSIONING FRAMEWORK FOR DEMENTIA

02:03pm Jul 8, 2009

Forwarded by Janet Cobb e-mail: jcobb@fpld.org.uk

Joint commissioning framework for dementia http://www.ldhealthnetwork.org.uk/docs/dementiadh.pdf

The National Dementia Strategy joint commissioning framework provides best practice guidance for commissioning dementia services. 

ACCESSIBLE INFORMATION RE RENAL FAILURE AND TREATMENT WANTED

12:34pm Jun 15, 2009 BST
From Name withheld by LDHealthNetwork 

Hi 

I have a 67 year old gentleman on my caseload with Downs Syndrome and dementia who is also in the advanced stages of renal failure. There is a multidisciplinary team involved and we are currently considering how to present information to him and to assess his capacity to make decisions regarding treatment options. His comprehension has been assessed at a low level but we are keen to do whatever we can to involve him in discussions as far as is possible. I would appreciate any suggestions or resources regarding accessible information in this area. 

Thank you 

1. From Dr Claud Regnard e-mail: claudregnard@stoswaldsuk.org 

I have attached an algorithm on the Mental Capacity Act which may help. 

http://www.ldhealthnetwork.org.uk/docs/algorithm.doc 

Essentially, the first step is to assume he has capacity, unless you suspect an impairment of mind or brain. Clearly the dementia means an impairment is probable in which case four functional tests have to be applied: 

Can he understand the information? NB. this must be imparted in a way he can understand Can he retain the information? NB. This only needs to be long enough to use and weigh the information Can he use or weigh up that information? NB. He must be able to show that he is able to consider the benefits and burdens of the alternatives to the proposed treatment Can he communicate his decision? NB. The carers must try every method possible to enable this 

It is important to remember that he may have capacity for simpler decisions (eg. having a needle in his arm), but not for more complex ones (the pros and cons of dialysis). Therefore his capacity must be assessed on the issue in hand, eg. dialysis. If he does not have capacity for this decision then you must proceed in his best interests. You will know the process for this, but his clinicians may not, and giving them the attached algorithm may help as the last-but-one box describes the process. 

As part of the best interests' process it is important to help his clinicians to avoid making treatment decisions based on their judgment of his quality of life. It must be based on a practical and pragmatic review of the benefits and harms of treatment only. This is challenging for some clinicians! 

Let me know if I can help further. 

Claud Regnard Consultant in Palliative Care Medicine Visiting Professor of Research (Northumbria University) 

2. From Name withheld by LDHealthNetwork 

I have had a similar experience with a service user. If his ability to understand is low then you will need to have a best interest meeting of professionals on his behalf. Is it fair to restrict his diet or to carry out invasive procedures like kidney dialysis? Would he choose to eat the things he likes? Would he choose to go to hospital several times a week? How far has the dementia progressed? Would he just prefer lots of TLC and 
support during the later stages of his life. This was the option that we chose and she was happy and well cared for to the end.

ACCESS TO/DESIGN A LEAFLET FOR DEMENTIA SCREENING IN LD

12:37pm Jun 5, 2009 

From Sue Hoddell email: SHoddell@valeofglamorgan.gov.uk 

The team of Health care professionals are about to start screening for dementia amongst our LD population. We would like to have access to or design a leaflet for carers and/or clients on the screening explaining what would be done, by whom and outlining what we would want from carers and who would be best to speak to. Does anyone have a leaflet or any ideas and suggestions on this that might be Helpful? 

Thanks Vale of Glam LD Health team 

2. From Keith Jones e-mail: Keith.Jones@sabp.nhs.uk 

Hi 

If you want help with the design let me know. I'm a good graphic and CGI artist and have desktop publishing experience. 

Keith 

3. From Janet Cobb e-mail: janet@jan-net.co.uk 

Hi Sue, 

Attached, below, is a selection of documents from UK health and LD network contacts. 

Janet 

Carers Checklist (Mental Health Foundation) http://www.ldhealthnetwork.org.uk/docs/demcarerchk.pdf 

Dementia Checklist http://www.ldhealthnetwork.org.uk/dementiachecklist.doc 

Dementia pack http://www.ldhealthnetwork.org.uk/docs/dementiapack.pdf 

Dementia and pain http://www.ldhealthnetwork.org.uk/docs/jrfpain.pdf 

Dementia tool http://www.ldhealthnetwork.org.uk/docs/demtool.pdf 

Downs Syndrome and Dementia http://www.ldhealthnetwork.org.uk/docs/demds.pdf 

Out of the Shadows, Executive summary http://www.ldhealthnetwork.org.uk/docs/outshadowssum.pdf 

Out of the Shadows report http://www.ldhealthnetwork.org.uk/docs/outshadows.pdf 

First Signs (Mental Health Foundation) http://www.ldhealthnetwork.org.uk/docs/firstsigns.pdf 

It's Your Move http://www.ldhealthnetwork.org.uk/docs/demurmove.pdf 

Pain-dementia-guide http://www.ldhealthnetwork.org.uk/docs/jrfpainguide.pdf 

Pain-dementia-poster http://www.ldhealthnetwork.org.uk/docs/jrfpainposter.pdf 

Pain-dementia facts http://www.ldhealthnetwork.org.uk/docs/jrfpainfacts.pdf 

Pain-dementia-GP guide http://www.ldhealthnetwork.org.uk/docs/jrfpaingp.pdf 

Dementia and pain full findings http://www.ldhealthnetwork.org.uk/docs/jrfpainfindings.pdf 

Dementia and pain http://www.ldhealthnetwork.org.uk/docs/jrfpain.pdf
Dementia-care-pathway-3 http://www.ldhealthnetwork.org.uk/docs/dempathway.ppt 

Telecare http://www.ldhealthnetwork.org.uk/docs/dementiatelcare.pdf 

Dementia_UK_Summary1 http://www.ldhealthnetwork.org.uk/docs/demuk.pdf 

Downs Syndrome Dementia http://www.ldhealthnetwork.org.uk/docs/demds.pdf 

Dementia pack http://www.ldhealthnetwork.org.uk/docs/dementiapack.pdf 

Carers Checklist http://www.ldhealthnetwork.org.uk/docs/carerscheck.pdf

------------------------------------------------------------------------ 

DEMENTIA SPECIFIC ASSESSMENT TOOL/CARE PATHWAY

10:02am Oct 29, 2008 
 

From Tom Griffiths email: tom.griffiths@haringey.gov.uk 

I would be grateful if there are any community nurses who use a dementia specific assessment tool/care pathway. 

We are a joint health and social care team who are currently setting up a team care pathway for dementia. 

Any ideas would be greatly appreciated. 

1. >From Janet Cobb e-mail: jcobb@fpld.org.uk 

NICE Clinical guidelines: Dementia: Supporting people with dementia and their carers in health and social care. Jointly issued by NICE and the Social Care Institute for Excellence (SCIE), the guideline covers the identification, treatment and care of people with dementia and the support that should be provided for carers within primary and secondary healthcare, and social care. The guidelines can be found by following this link:- 

http://www.nice.org.uk/page.aspx?o=CG42 

Alternatively try: http://snipurl.com/13hmm

Telecare http://www.ldhealthnetwork.org.uk/docs/dementiatelcare.pdf 

DH DEMENTIA CARE NETWORK

12:37pm May 27, 2009 

Forwarded by Janet Cobb e-mail: jcobb@fpld.org.uk 

DH Dementia care Network 

http://www.dhcarenetworks.org.uk/Dementia/ 

-------------------------------------- DEMENTIA
9:41am Oct 22, 2008 


Out of the Shadows, Executive summary http://www.ldhealthnetwork.org.uk/docs/outshadowssum.pdf 

Out of the Shadows report http://www.ldhealthnetwork.org.uk/docs/outshadows.pdf

Forwarded by Janet Cobb e-mail: janet@jan-net.co.uk 

Alzheimer's Society: Out of the shadows. This report "describes a research project that explored the experiences of people with dementia and their carers (usually members of their family) of finding out they had dementia, the assessment and diagnostic process and how they, together with their families and friends, have adjusted and coped since being diagnosed". http://www.alzheimers.org.uk/outoftheshadows 

DEMENTIA AND ACUPUNCTURE
05:54pm Mar 19, 2009 

From Janet Eastwood email: dougal.jeeastwood@virgin.net 

I am a physiotherapist at present studying acupuncture. As part of my research project I am looking at the use of acupuncture to help carers, families and people with dementia through these stressful times. If anyone has any experience of acupuncture to help with memory loss, depression and any of the symptoms of dementia please will you get in touch with me? Thank you 

Janet 

1. From Hazel Ratcliffe e-mail: hazelratcliffe_6@hotmail.co.uk 

Hi 

I would also be very interested. I have used reflexology amongst other therapies with pepole with dementia over the years, but not acupuncture..also thought you might be interested in two events we are running on dementia.. attached and the first one is also on my website. 

Can you dance? http://www.ldhealthnetwork.org.uk/docs/danceflyer.doc 

Sex, Drugs and Rock 'n' Roll http://www.ldhealthnetwork.org.uk/docs/rnr.doc

www.ratcliffeconsultancy.info ................called Sex drugs and rock 'n' roll and the other will be called 'shall we dance' or 'Can you dance?'...the second one will be focusing a lot on complimentary therapies..... 

Kind regards 
Hazel

NATIONAL DEMENTIA STRATEGY

01:24pm Feb 19, 2009


Forwarded by Janet Cobb e-mail: jcobb@fpld.org.uk

National Dementia Strategy 

The first ever National Dementia Strategy is a landmark document that will transform the quality of dementia care. 

It sets out initiatives designed to make the lives of people with dementia, their carers and families better and more fulfilled. 

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_094058  
Alternatively try: http://snipurl.com/c5ijh 

SPEAKING TO A PERSON WHO HAS DOWNS SYNDROME AND DEMENTIA ABOUT DEMENTIA
10:47am Nov 13, 2008
From Marie Light email: marie.light@devon.gov.uk 

Hi, 

Does anyone have any resources for speaking to a person who has Downs Syndrome and Dementia about their Dementia and what is happening to them? I have found resources for talking to others with learning disabilities about dementia but struggling to find things for the person affected. Thank you. 

Marie Light 





1. From Anon 

Try Downs Syndrome Association and/or Downs Ed International (Sarah Duffen Centre, Portsmouth) 

Can I just say the person with Downs Syndrome is first and foremost an individual with individual communication needs so specific one size fits all toolkits or "label" specific may be way off suitable. Think Person Centred, get to know how this person communicates beforehand and what are there main concerns. Action plans can then be put in place to tackle individual issues resulting from the dementia rather than focusing on the dementia. 

Good Luck 

2. From Janet Cobb e-mail: jcobb@fpld.org.uk 

Hi Marie 

Here are contact details for Dr Karen Dodd who could help. 

Dr Karen Dodd E-mail: DrKaren.dodd@sabp.nhs.uk Tel: 01372 205767 

and also follow this link 

http://www.bild.org.uk/03books_health.htm 

About Dementia: for people with learning disabilities Karen Dodd, Vicky Turk and Michelle Christmas 2005 ISBN 1 904082 90 4 

Price £8.00 

This booklet is for more able people with learning disabilities and describes dementia in easy-to-understand language and provides answers to commonly asked questions. Large print text. 


About My Friend: for friends of people with Down's syndrome and dementia Karen Dodd, Vicky Turk and Michelle Christmas 2005 ISBN 1 904082 92 0 Price £12.00 

This illustrated booklet describes the dementia process and helps people with a learning disability understand what happens when a friend gets dementia. It explains the changes that may occur and tells about people who can help. Large print text. 

3. From Lynda Ginty e-mail: Lynda.Ginty@trafford.gov.uk 

Hi Maria 

I recently attended a course at respond in London their address is www.respond.org.uk or you can e mail on admin@respond.org.uk They have a web page with resource and books which may help to answer some of your question. 

The people are very helpful and have knowledge and experience in this area. 

Lynda Ginty Community Nurse 

4. From Hazel Agnew e-mail: hazel.agnew@nhs.net 

Try looking at the Down's Syndrome Scotland website - they have some excellent publications to read on screen or print off under 4 categories: 

General publications For families, friends and carers For people with a learning disability For professionals and students 

http://www.dsscotland.org.uk/publications/ 

Hazel Agnew Community Learning Disability Nurse 

5. From Serena Jones email: Serena.Jones@merseycare.nhs.uk 

Have you tried the Down's syndrome Scotland website? I find that very helpful www.dsscotland.org.uk 

Serena Jones Down's Syndrome and Dementia Nurse 

6. From Rick Robson e-mail: rick.robson@sssft.nhs.uk 

Try the DSA in Scotland as they have produced some useful resources 

Rick 

Rick Robson Developmental Neurosciences & Learning Disabilities Directorate Mytton Oak Shrewsbury SY3 8XQ South Staffordshire and Shropshire Healthcare NHS Foundation Trust Tel: 01743 261181
LOOKING FOR DEMENTIA VIDEO/DVD
Dec 8, 2008 4:47 pm

From Name withheld by LDHealthNetwork 

We are working with a married couple. The wife has dementia and we are
looking for a DVD to try to explain the carer's perspective. He is
struggling to cope with the emotional aspects of caring for his wife. We have the BILD information and the standard Dementia info but feel a DVD would be the most appropriate tool for him to understand. 


1. From Catriona McIntosh e-mail: catintosh@hotmail.com 

I'm not sure if it would suit what you were looking for but, Respond in partnership with the GOLD Group have created a Training Resource called 'Dementia and People with Learning Disabilities', which inc. 2 DVDs. It costs £75. see www.respond.org.uk Email dmin@respond.org.uk. Tell: 02078745481. The DVD 'Forget me not' is very good.

2. From Julia Lury email: Julia.Lury@hantspt-sw.nhs.uk]

Janet

This is what the dvd covers the aim was as an educative tool for carers, it doesn't really talk about carers' own personal experiences which vary enormously. Instead focuses on the organisations and professionals that can help and where to access that. A copy of the cover and list of its contents are enclosed. Please contact me direct if you would like a copy and an address to send it to. Also if you decide to have a copy how successful it was with your particular carer.


Memory Matters DVD 
http://www.ldhealthnetwork.org.uk/docs/memory.pdf 

