
Welcome to our first newsletter of this 

decade. The first thing your will notice is 

that our name has changed from 

NNPCPLD to the PCPLD Network. It has 

been evident for several years that we 

Ɩ±±|±| Ⱥƶ |ȉƶǺ ̄ƕ"ȺĜƶƖ"Ŵ̅ íȉƶƌ ƶɔȉ 

name, as our work is not limited to the 

UK. We have had good links with people 

in Ireland, for example. Members voted 

for the PCPLD Network as their pre-

ferred new name. Hence the new logo!  

 

This issue is packed with good news. I 

am delighted to introduce the winners 

and runners-up of the Linda McEnhill 

Award 2009. It was clear from all the 

nominations that there is a lot of excel-

lent work going on across the UK, with 

staff from all fields working hard to im-

prove end of life care for people with 

learning disabilities.  

 

The award was won by St Francis Hos-

pice in Romford. Lorraine Youdle, learn-

ing disability in Devon, received a spe-

cial commendation. On the next pages 

you can read about their work, and that 

of the runners-up.  

If you want to hear more about such 

excellent new initiatives in palliative care 

for people with learning disabilities, why 
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The Palliative Care for 

People with Learning 

Disabilities Network  

(previously the NNCPLD) 

was established in 1998.  

It brings together service 

providers and carers work-

ing for the benefit of people 

with learning disabilities 

who have palliative care 

needs. It is based on the 

belief that people with 

learning disabilities should 

receive all the co -ordinated 

help they need in living their 

lives to the full until the end 

of their lives.    

 

Contact details  

Email: info@pcpld.org 

Tel: 07977 260967 

not join us at our forthcoming confer-

ence in Devon on 10th May, where 

̄°ʬl±ŴŴ±Ɩl±̅ ʞĜŴŴ b± ƶɔȉ ȺĊ±ƌ±˵ {±̘

tails on the back of this newsletter. 

 

ȹĊ±ȉ± Ĝȡ "Ɩ ĜƖȡǺĜȉĜƖô ̄Ȉ±"Ŵ ųĜí± ȠȺƶȉʲ̅ 

on page 4, describing how one team 

managed to give support to Frank 

who died at home. On page 6, you 

can read how the Northern Ireland 

group got off to a flying start.  

 

Finally, I am delighted to welcome 

our new vice-chair, Amelia Jones 

(known as Milly). Milly has been run-

ning the Wiltshire Area Group for a 

number of years. 

 

I would also like to say a huge thank 

you to the outgoing vice -chair, Noëlle 

Blackman, who has held the post for 

over 10 years. Noëlle has been a tre-

mendous support and inspiration for 

the Network, and continues to con-

tribute as a members of the steering 

group and as co-

ordinator of the 

London & Home 

Counties Area 

Group. 

 

Dr Irene Tuffrey -

Wijne (Chair) 

 

Our new email address:  

info@pcpld.org  
Ƶɔȉ ±ƌ"ĜŴ ȡʲȡȺ±ƌ Ċ"ȡ b±±Ɩ ȺȉƶɔbŴ±ȡƶƌ± íƶȉ " ʞĊĜŴ±ˮ ȡƶ Ĝí ʲƶɔ̃ʘ± ƖƶȺ ƌ"Ɩ"ô±| 

to get through, do try contacting us again at our new address.  

 

...and watch this space for the launch of our new website: 

www.pcpld.org  



 

The winner  
The Linda McEnhill Award 2009 was won 

by Saint Francis Hospice  in Romford, 

Essex. Saint Frances Hospice had initi-

ated a project to improve care for peo-

ple with learning disabilities who have 

advanced life-limiting illness. The judges 

ʞ±ȉ± ĜƌǺȉ±ȡȡ±| ʞĜȺĊ ȺĊ± ĊƶȡǺĜl±̃ȡ ȡɔȡ̘

tained commitment to meeting the 

needs of people with learning disabili-

ties, leading to changes in practice and 

excellent collaboration with local learn-

ing disability services. New initiatives 

included: 

¶ Changes in the hospice referral form  

¶ Fast-tracking patients with learning 

disabilities 

¶ Making resource packs and commu-

nication tools available to staff  

¶ Staff training 

¶ Identifying among hospice staff 

̂lĊ"ƌǺĜƶƖȡ̃ íƶȉ "|ɔŴȺȡ ʞĜȺĊ Ŵ±"ȉƖĜƖô 

disabilities 

¶ On-going regular collaborative 

meetings 

These changes have led to tangible im-

provements in the support of people 

with learning disabilities at the end of 

life. The judges felt that Saint Francis 

Hospice has set a bench-mark for pallia-

tive care services everywhere. 

 

In her acceptance speech, palliative care 

nurse specialist Janet Kirby explained how 

the hospice had worked towards this: 

 

̄ěƖ ƕƶʘ±ƌb±ȉ ̟̝̝̣ˮ ŝ"Ɩ± ȠɔȺĊ±ȉŴ"Ɩ| 

(Director of Patient Services) and Corinna 

Midgley (Medical Director) attended a 

conference at Help the Hospices on wid-

ening access for marginalised groups to 

palliative care. On return from the confer-

ence, they recognised their shortfalls in 

knowledge and confidence but had a pas-

sion to bring best care to those who need 

it. They invited local experts working 

within learning disabilities services in the 

community and colleagues within the Hos-

pice to join a process mapping exercise at 

the Hospice, using the Help the Hospice 

Widening Access model.  

 

The process mapping exercise identified a 

huge gap in understanding of support 

services and supportive material for peo-

ple with learning disability and a huge gap 

in understanding of specialist palliative 

care services available for support through 

difficult times. Several key action points 

emerged from the mapping, along with a 

real commitment to work together  ̙a 

working group was formed. The commit-

ment by everyone in the group to work 

together on this project was exciting and 

inspiring  ̙it has resulted in some excel-

lent developments. 

¶ A change to the hospice 

referral form to ensure that 

people with vulnerabilities 

such as learning disability 

are highlighted. 

¶ A greater knowledge and 

understanding by learning 

disability staff of hospice 

services, and better knowl-

edge of when a referral 

would be appropriate.  

¶ A greater understanding of 

the challenges people with 

learning disability have, and 

how to best support them.  

¶ The creation of resource 

packs to support the hospice 

team, of common conditions 

and communication tools.  

¶ The development and implementa-

tion of a Fast Track Pathway towards 

early face to face contact with the 

client and their key worker. 

 

To mark this joint working initiative and 

to publicise our work together, the hos-

pice held an excellent one day Confer-

ence ̙  ̂ų±"ȉƖĜƖô {Ĝȡ"bĜŴĜȺʲ˯ °ƖȡɔȉĜƖô °ʬ̘

cellence and Empowerment in End of 

ųĜí± k"ȉ±̃˱ 

 

The initial enthusiasm has not dimin-

ĜȡĊ±|˲ ʝ± Ǻȉ±ȡ±ƖȺ±| ǺƶȡȺ±ȉȡ "Ⱥ ȺĊ± 

European Association of Palliative Care 

Congress in Vienna (May 2009) and at 

the Help the Hospice Conference in Har-

rogate (November 2009). An audit of 8 

patients referred to St Francis Hospice 

with learning disability in the last 16 

months has just been completed. This 

reveals real benefit from the changes 

made, with recognition that there are 

areas for improvement and future devel-

opment. 

 

We would particularly like to acknowl-

edge the work and support that Jane 

Whittington (Community Learning Dis-

ability Nurse) and Peng Ma (Learning 

Disability Health Care Co-ordinator) 

have given to the project and thank 

them for nominating St Francis Hospice 

íƶȉ ȺĊĜȡ ųĜƖ|" Ƌl°ƖĊĜŴŴ !ʞ"ȉ|˱̅ 

Page 2 Network News Volume 2, Issue 1  

The Linda McEnhill Award 2009  

Janet Kirby receives the Linda McEnhill 

Award on behalf of St Francis hospice  



Highly commended  
 

Lorraine Youdle  showed how one per-

ȡƶƖ̃ȡ |ȉĜʘ±ˮ lƶƌƌĜȺƌ±ƖȺ "Ɩ| |±Ⱥ±ȉƌĜƖ"̘

tion can inspire everyone to provide 

better care. She received a special com-

mendation. 

 

Lorraine is a learning disability nurse in 

Devon with a special interest in end of 

life care. She has become well known in 

her local area for her knowledge and 

expertise. 

 

When Lorraine moved into a community 

based service, her team encountered a 

high number of people with learning 

disabilities who had life limiting condi-

tions, dementia, and palliative care 

needs. In addition, they found that car-

ers and families were struggling with 

relatively new issues of an ageing popu-

lation.  

 

The community team began meeting 

ȉ±ôɔŴ"ȉŴʲ Ⱥƶ "||ȉ±ȡȡ ȡƶƌ±ƶƖ±̃ȡ lĊ"ƖôĜƖô 

care needs, involving a range of people 

ĜƖʘƶŴʘ±| ĜƖ ȺĊ"Ⱥ Ǻ"ȉȺĜlɔŴ"ȉ Ǻ±ȉȡƶƖ̃ȡ l"ȉ±˱ 

As their understanding grew, Lorraine led 

a special interested group which devel-

oped an End of Life Checklist Tool, to try 

and ensure a high quality care for people 

with learning disabilities. This is now be-

ing used and piloted by learning disability 

nurses throughout Devon. 

 

Many congratulations to Lorraine for her 

fantastic achievements. More about 

ųƶȉȉ"ĜƖ±̃ȡ ʞƶȉŦ ʞĜŴŴ íƶŴŴƶʞ ĜƖ " Ŵ"Ⱥ±ȉ Ɩ±ʞȡ̘

letter. 

 

 

 

Runner -up  

 

Close runner-up was the Advance Deci-

sion Making Tool Party in Kent, a col-

laboration between EllenorLions Hos-

pice Team, Oxleas NHS Trust CLDT and 

Mcch Society Ltd. This joint piece of 

work was to address the need for con-

sidering end of life care issues for adults 

with learning disabilities who lacked 

capacity. The group devised a Forward 

Planning Tool for health care decisions. 

It incorporates relevant aspects of the 

Mental Capacity Act 2005, and evidence 

of best interest consideration.  

 

The tool has already had a positive im-

pact on the care of several people with 

learning disabilities who were dying. The 

judges were impressed with this work, 

and felt that it could benefit people not 

only in Kent, but had relevance for peo-

ple with learning disabilities across the 

UK. 
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Irene Tuffrey -Wijne ,Lorraine Youdle, Janet Kirby and Noëlle Blackman  

Lorraine Youdle (left) receives a 

Highly Commended certificate  

Nominations  

now open  

for the  

Linda McEnhill  

Award 2010  

 
Do you know someone 

whose work to improve end 

of life care for people with 

learning disabilities should 

be recognised? Why not 

nominate them for this 

�t�s���Ë�Å�ã�����`���Ë�_�· 

You can also nominate 

yourself, or your team or 

group.  

 

Closing date: 31st August 2010 

 

 For a nomination form, 

contact award@pcpld.org  

Once our website has gone 

live, you will be able to apply 

online: www.pcpld.org  


