Evaluation of Preferred Priorities for Care – Raising Public Awareness 
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You should include anything that is important to you or that you
are worried about. It s a good idea to think about your beliefs
and values, what you would and would not ike, and where you
would like to be cared for at the end of your life.

This initiative was originally developed in Lancashire and South
Cumbria as an Advance Care Plan. it can be used by anyone who
wishes to record their thoughts about future care.

Contact your own:

District nurse
GP

Specialist nurse
Social care worker

Or download a copy from

important to you at the end of your life?
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Background

Engaging the public in discussions around end of life care decisions has been a challenge.  Evidence from Public Opinion Polls, including the Poll undertaken by the BBC for the “How to have a good Death” programme, suggests that the majority of the general public have not discussed their end of life care preferences and priorities with their families or carers.  Anecdotal evidence suggests that a significant number of health and social care professionals do not discuss and more importantly document their end of life care preferences.

The implementation of Preferred Priorities for Care (PPC) is increasing across England and is utilised in a wide range of health and social care settings, however there is a need to increase the implementation.  There is also a need to promote public awareness of Advance Care Planning (ACP) and empower individuals to initiate the process.

The PPC National Core Team developed a promotional poster and informational leaflet which aims to introduce the concept of ACP to individuals and their carers. PPC is mainly initiated by professionals. The aim being to raise public awareness and encourage individuals and their families to have more choice and control.
Aims 

The aim was to test the impact of leaflets and posters on the uptake of PPC. Also, the intention was to determine whether the poster and leaflet were fit for purpose.

Methodology

Test sites were identified by members of the PPC Core team in the North West and West Essex to encompass a range of settings, including;

· St. Clare Hospice, West Essex

· The Oncology and Chemotherapy Clinic at Galen House, Harlow,  Essex 
· St. Margaret’s Community Hospital

· Medical ward at the Princess Alexander Hospital, Harlow,  Essex

· A Community Nursing team in Warrington

· Outpatients Department at Westmorland General Hospital

· A GP surgery in North Lancashire

An information/instruction guide was developed for the test sites. Posters were displayed in each location and leaflets were available for members of the public. Participants were asked to monitor the number of leaflets taken and the numbers of PPC’s requested.

The test sites displayed the posters and leaflets for a three month period between March and May 2010.  Feedback from practitioners was obtained through a questionnaire and interviews with those managing the tests in each site.

A specific web page (www.PPCdocument.com) was developed for the public to access and gain feedback about the efficacy of the posters and leaflets. The leaflet and the PPC document were available to download.

A press release was written and sent via communication leads in each locality to local media. 

Test Sites

West Essex
The original PPC was introduced within west Essex in 2005 and the implementation of the new PPC followed in 2007 and was well received. We have evidence of over 500 PPC having been used; those numbers continue to rise daily. What has become increasingly evident is that some professionals are more confident at introducing the PPC than others; it is hoped that by raising both public and professional awareness the uptake of PPC will increase. 

The test sites in west Essex encompassed varied care settings:

St Clare Hospice 
Posters and leaflets were displayed in the Day Hospice and also the entrance to IPU. 
St Margaret’s Community Hospital, Plane Ward   
Posters were displayed at the entrance to the ward and also in the day room which is use by patients and families. Leaflets were displayed by the ward reception. 

Princess Alexandra Hospital, Harvey Ward

Posters were displayed at the entrance to the ward and leaflets were available in the ward area.

Galen House, Oncology clinic 
Posters were displayed in the waiting area and also the consulting rooms. Leaflets were available on the information stands within the waiting area. 

In all the test sites the posters and leaflets were displayed and leaflets available for the three month period. 

A press release was sent out through the communications team, however the local media did not publish this in print, one area did have the information of the news up date section of their website.

North West

The test site in Warrington was with the Community Nursing Team  at Grappenhall Clinic, Stretton, Appleton, Stockton Heath Medical Centres, Stockton Heath Library, Sandy Lane Day Centre, and  Appleton Church Hall and led by the district nursing team leader. Posters were displayed for three months in the clinic, a GP practice, community centre and the local library.  A press release was sent to the communications team at NHS Warrington, however there was no media coverage. Prior to commencing this work, the team in Grappenhall and NHS Warrington have been using PPC since 2005. However, they had identified that some staff are more confident with initiation than others. The team hoped that by having the posters and leaflets, the use of PPC would increase. The staff monitored the numbers of leaflets taken and PPC documents given out as a consequence. 

At Westmorland General Hospital, the test site was in the outpatient department for a three month period. This work was led by the PPC Co-ordinator working in the hospital. Posters and leaflets were displayed and uptake was monitored. During the test period a number of clinics took place not all of which would have an interest in end of life care.  The clinics were 

Cardiology,  Respiratory, Colorectal surgery, gastro surgery  ,gastro medicine, urology , orthopaedics, paeds, oncology, gynaecology, oral surgery, orthodontics, ophthalmology ,  general surgery, vascular surgery,  nephrology, rheumatology, ENT,  HIV, endocrine medicine, diabetic, chronic pain management, haematology.
The GP surgery in North Lancashire was late to start in the test and ran for one month although they have expressed an interest in continuing to display posters and use the leaflets.
Challenges

Challenges encountered during the test included

· Difficulty in media engagement

· Restrictions on displaying posters

· Potential test site raised concerns regarding displaying posters and leaflets and suggested that professionals used their clinical judgement in distributing leaflets.

· One test site which was selected was felt to have inappropriate demographics

· 46 hits to the website were recorded and 28 PPC’s downloaded, however no means of identifying who they were

Although the press release was circulated to the media in all three localities only one newspaper put anything on its website and none put anything in their papers.  This was disappointing but getting anything in the press about end of life care is difficult.

In some locations the NHS is a visiting organisation and therefore leaving posters in situ was a problem, some newer builds were also reluctant to have posters placed on walls. Where there were notice boards on site these were used.

There is still some reluctance among professionals to raise the issue of end of life care with patients and families and when discussing the Test  with some sites nurses wanted to choose which patients to target rather than letting the individuals decide if they wanted to take a leaflet or not.

The community site in Warrington provides care to a middle class commuter population and therefore the interaction with this self sufficient population was minimal.
Outcomes

· The numbers of leaflets taken and hits to the website suggest that awareness of PPC was raised amongst professionals and the public

In the test sites the numbers of leaflets taken were 287 and 15 PPCs were requested

· Mixed responses from the professionals involved about the leaflet and the poster. 

“Feedback from the staff has been very positive, specifically in relation to raising awareness and promoting conversations”

“We welcome the documents and will continue to use the posters and leaflets in our area”.

“The feedback from the community hospital has been extremely positive, and an increase of the implementation of the PPC has been noted, both relatives and the patients on the ward have requested that they have a PPC completed. The Consultant nurse was extremely positive about the posters and the interest and discussion that had been raised from these”

“

Nurses across all care settings have been asking for some time for a leaflet to explain the purpose of the PPC. It has been suggested that the leaflet would be more effective were it used proactively and handed out with other information rather than being left on a rack. The leaflet is seen as a valuable resource.”

“Staff in the district nursing team felt that the leaflets were clear and well written. They hoped that these would be available in the future to give out when discussing end of life care”.

However as previously noted some nurses felt they should decide who to offer leaflets to rather than them being freely available.

· For such a short and small scale test, there were 46 hits to the website- During the Test period there were a total of 46 visits to the site PPCdocument.com

- The PPC document was downloaded 28 times

- 18 of the 46 visits were direct traffic (i.e. people typing the web address directly into their browser). 24 visits came from search engines (21 of which were Google), and 2 visits were referrals from West Essex PCT.

Staff from the Test sites commented on the ease with which individuals could directly access the document from the www.PPCdocument.com  website.
Conclusion and Key Recommendations
The outcomes of this short test in limited localities suggests that there is an identified need to further develop and market the materials among the general public. Practitioners have expressed a wish to continue to utilise the posters and leaflets and found them useful in introducing the concept of Advance Care Planning in end of life care.  Some participants mentioned that the leaflet colours were reminiscent of Pension information and  suggested that the front cover to be revised. 

The National PPC Core Team therefore reccommend the following

· To develop the website further, including more information on the site and publicising it.

· To hold a consultation about the design and format of the leaflet and poster via the National Network of End of Life Care Facilitators using Survey Monkey- 

· To liaise with the Dying Matters Coalition to identify the potential for marketing the leaflet and poseter to their members

· Amend the documents following the consultation and develop a communication strategy to make them available on a website and promote their use across the country

Appendices
Draft Press Release

Xxxx takes the lead in getting the public talking about our choices for end of life care

A national poster and leaflet campaign aimed at getting more of us to think and talk about how and where we wish to be cared for in our final days will be piloted in xxxx.

Surveys have repeatedly shown that few of us discuss crucial issues about end of life care preferences with our relatives or carers.

Posters and leaflets aimed at encouraging people to take part in advance care planning discussions (ACP) outlining their wishes and preferences about their future care are to be placed at xxx.

ACP involves an individual discussing with relatives, friends or care professionals issues and thoughts about their care and the choices they would like to make. It can help carers and staff plan future care and shape decisions when a person is no longer able to make his or her feelings understood. 

A Preferred Priorities for Care (PPC) document is an example of a planning aide and it can be used to record issues such as whether a person has a strong preference to die in a particular setting – for example in his or her own home.

The pilot exercise will run for three months and staff at the xxx will report back on how many leaflets are taken and whether more people ask to talk about ACP and PPC.

Specific requests to refuse treatment are not covered by PPC – they require separate more formal declarations known as Advance Decisions to Refuse Treatment.

Copies of a PPC can be downloaded from www.XXXXXX and requests through this route will also help the organisers, XXXX, assess the effectiveness of the pilot campaign with the aim of extending it nationally.

XXX is one of just three areas piloting the exercise, which is being funded by the National End of Life Care Programme.

Les Storey, PPC lead at the programme, said: “More people are thinking and talking about where they would like to die and about the type of care they would like to receive. However for many of us it remains too sensitive or painful an issue to raise on our own behalf or when a loved one is dying. These documents are not legally binding but they can help provide reassurance to the individual and their family as well as help care professionals understand the person they are caring for.”

Adrienne Betteley, End of Life Care Programme Lead with the Merseyside and Cheshire Cancer Network, said: “Having a Preferred Priorities for Care document can make a real difference in encouraging patients and families to talk about their fears, concerns and wishes. It can also help to prevent inappropriate admissions to hospital at the end of a person’s life and provide choice around their ultimate place of death” (Adrienne Betteley, End of Life Care Programme Lead, Merseyside and Cheshire cancer Network).

ENDS

Editor’s Notes:

1) For more information on advance care planning and preferred priorities for care see the factsheets on both available on the National End of Life Care Programme’s website at http://www.endoflifecare.nhs.uk/eolc/factsheets.htm
2) For more information about the pilot or the programme’s work please call Chris Mahony on 0207 923 7677 or 0781 2692722.
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