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Introduction 

This document looks at the benefits and barriers to establishing link nurse models, the role of the facilitator, setting up a group, some of the activities that these groups undertake as well as their review and development, along with some of the experiences from within the RPCP. The information contained here is aimed at enabling those following on to build on the lessons learned from within the literature and from practical experience.

Within the Rural Palliative Care Program (RPCP), three of the projects established Link Nurse groups, all of which were successful ventures. Resources have been developed and are available within the toolkit. 

Background

A link nurse group can be described as a group of nurses with an interest in Palliative Care, who would be a resource person, forming a direct link to the Palliative Care Specialist nurses, and hopefully to each other. The role involves attendance at meetings where ideas and new developments can be discussed, (Charalambous, 1995) with information then disseminated from specialist nurses to ward-based nurses (Jack et al 2004), providing formal two-way communication in a clinical area. Perry Woodford 2005) The concept of Link Nurses is familiar within nursing, traditionally having been used within acute areas such as infection control, stoma care Perry – Woodford, diabetes and wound care. 

Little can be found within the literature on link nurse schemes Charalambous, 1995 Perry-woodford 2005) and within Palliative care, even less has been reported. They are undoubtedly in place in many areas though. Any work that has been reported on, has been undertaken in aged care, with specialist nurses (Clinical Nurse Consultants or similar), liaising with Residential Aged Care Facilities (RACF) to optimise the care of the dying in these settings.

http://www.pallcare.asn.au/pdf/presentation_pdf/P008.pdf
It is unrealistic for Palliative Care Specialist Nurses to be involved with every dying patient. Jack et al 2004. Development of link nurse programs can be regarded as a means to develop practice, and to encourage staff to take responsibility for aspects of palliative care themselves Froggatt and Hoult. There is no consensus on the most effective model of link nurse system Jack et al 2004, with many being set up to address specific issues or problems McKeeny (2003), such as sharing work across private- public sector boundaries Froggatt et al 2001 or as a pilot project to look at the role of a nurse practitioner. Maddocks et al 1999. In most instances though, these groups appear to have been set up as part of the ongoing way a nurse specialist can address the scope of the role. 

What does a Link nurse look like?

Ideally a link nurse should be a keen, enthusiastic, motivated volunteer, who has a particular interest in the specialty, (Charalambous) and a certain amount of knowledge, skills and professional credibility to develop the role, (Perry-Woodford, 2005)
Link nurses may also need further education, teaching and dissemination skills to be prepared for their role. McKeeny (2003) Charalambous (1995) Jack et al 2004. They can be involved in activities that include encouraging colleagues to practice up-to-date research-based practice Charalambous (1995) educating other nurses, passing on information, improving practice and monitoring and auditing care McKeeny (2003). 
Benefits

Link nurse groups can mean an increase or enhancement (Perry-Woodford, 2005) in the quality of care offered to patients, Charalambous (1995) by getting best practice to those in the clinical areas at the grass-roots level, McKeeny (2003) a valuable way to promote clinical effectiveness. McKeeny (2003) Perry-Woodford, 2005) Empowering the link nurses with change management skills, also allows them to help address changes to existing models of care and the organisational culture. Maddocks et al 1999.

Link Nurses can be a bridge between different levels of practice, ……..and between theory and practice. Charalambous (1995) They can help to improve communication Perry- Woodford and Whayman between specialist teams and managers, and are able to introduce new practices and enhance patient care. Jack et al 2004. The link nurse has the potential to reach staff as they usually work in the clinical area as an ongoing resource, McKeeny (2003) which can be especially helpful for new staff Perry-Woodford, 2005)
There is little within the Aged Care Standards that specifies what should be in place in a RACF for residents who are dying (See Box One). Facilitating link nurse groups can support best practice palliative care across communities, with common core practices such as implementation of the palliative care standards, the palliative approach in RACF, and clinical pathways. Within the RPCP, some projects have worked in conjunction with the Aged Care panel initiatives (http://www.adgp.com.au/site/index.cfm?display=2343) run via the Australian General Practice Network to also co-ordinate and promote collaborative pathways of care.     
Link nurse models enable a greater number of residents access to palliative care expertise, as well as providing an opportunity for staff from RACF to share knowledge on not only palliative care issues but also on issues common to aged care Maddocks et al 1999. 

The Resident Classification Scale (RCS) system of funding provides little or no financial support when complex symptoms occur at the end of life, nor for the emotional support required by families during a terminal phase of a loved one. Maddocks et al 2001 Link Nurse systems could then be seen as a way of facilitating ongoing ‘best practice care’ at little or no extra cost on a daily basis.

Box one: Standards for Aged Care Facilities

Enablers

The commitment of the link nurse themselves is often underestimated. Many have a real passion for palliative care and for their residents which drives their involvement and the way in which they then take information and initiatives back to the workplace. Considerable numbers of them fund their own attendance, and also attend in their own time Froggatt et al 2001, Maddocks et al 1999, Bawn and Matthews demonstrating that their desire to participate is stronger than their organisations’ ability to support them Maddocks et al 1999

Early involvement of key influencers has been identified as having a major impact on the success of programs, Perry- Woodford and Whayman, 2005 with these so-called ‘champions’ an important factor in the success of programs Jack et al
Barriers

The lack of managerial support to get to meetings has been well documented Bawn and Matthews (2002), Perry- Woodford, Perry- Woodford and Whayman, Jack et al 2004, Froggatt et al 2001, Froggatt and Hoult (2002  as a barrier to the implementation of link nurse groups. They can be seen as a low priority when compared with the resources required in daily clinical work. Perry- Woodford and Whayman.  

Managers need to account for the hours spent away from the clinical care, such as the cost of replacing staff. Jack et al 2004, Charalambous (1995) McKeeny (2003) Staff shortages can also mean that there is difficulty in releasing qualified staff to attend study days or meetings in work time. Froggatt et al 2001, Froggatt and Hoult (2002) Certainly in low care facilities it is impossible for the link nurse to leave the workplace if they are the only RN on duty. Maddocks et al, 1999 Managers do often acknowledge and recognise the importance of schemes such as these, but the costs of supporting staff are often prohibitive, especially in smaller low care organisations. The fact that Aged Care Facilities are businesses can never be overlooked Crouch, 1997

Poor attendance at meetings is not only as a result of the earlier identified managerial issues, but can also be explained by geographical and travel difficulties Froggatt et al 2001, which is especially true in rural areas, where distances to travel only increase the time spent away from the workplace.

One difficulty from within the workplace, is that link nurses are not being given sufficient time to carry out their link nurse work as well as their existing duties, Perry- Woodford and Whayman, McKeeny (2003), sometimes a managerial fault, but often due to a lack of recognition and support from colleagues Perry- Woodford and Whayman
In some instances, managers agree to representation on these groups and ‘volunteer’ staff to become a member. Coersion into participating is not ideal, as this then affects motivation to engage on the program Perry- Woodford and Whayman, 2005 Certainly a personal interest in palliative care is an important factor. Jack et al 2004

Sometimes link nurses will not stay with the group, which can be the case if people leave, move to another area or are promoted. This means that a new person needs to integrate into the established group, with areas with a high turnover of staff possibly finding difficulties in maintaining these groups.

The role of the Facilitator

Much of the published work on link nurse systems has described the situation where a Nurse Specialist or a Specialist team develop the group (McKeeny). The role of Specialist Nurses is diverse, and usually encompasses much more than just the clinical role, although this will vary. There is often not the capacity to undertake extra work, for example within care homes, as it has to be balanced with the demands of the rest of the caseload Froggatt and Hoult.
The link nurse group meetings are then often facilitated by these Nurse Specialists, providing educative and consultative support and empowerment for the nurses in the program Perry- Woodford and Whayman. They are able to help practitioners to offer good generic palliative care to all residents, to meet with the link nurse in the clinical area Perry- Woodford and Whayman, and educate staff to know when to call in specialists, identifying referral and advice pathways Froggatt and Hoult. The link nurse relies on the Nurse Specialist to provide accurate, relevant and up-to-date information Charalambous (1995), about best practice, and to keep motivation and interest, Bawn and Matthews (2002) .
What must be recognised, is the risk that the link nurse comes to be regarded as a substitute for the Specialist Nurse, filling the gaps, becoming a point of referral and eventually eroding the specialist role.  Charalambous (1995) On the opposite side is the concern that the Link nurse will de-skill colleagues McKeeney, but experience does seem to show that these nurses do not diminish or undermine others, (Perry-Woodford) or absolve them of their responsibility to inform and update themselves about an area of specialty. McKeeney
Neither of the above situations are either the aim nor the intended outcome of groups such as these, and should be reinforced by the facilitator, not only with the group but with the managers as well. Role delineation is vital. Providing written information for everyone on what a link nurse is,  Perry- Woodford and what they can realistically achieve Froggatt and Hoult, 2002 would help with clarification.

Dissemination of relevant information back to the workplace is important, however attendance at meetings doesn’t necessarily mean that this happens. Jack et al 2004 It therefore needs to be emphasised that this is a main outcome of the role. By the same token, the Specialist Nurse needs depends on the link nurse to raise questions relating to the care needs of patients in his or her organisation Charalambous (1995)
It is also recognised that the facilitator role places an extra burden on the specialist nurse, in preparing for the meetings, planning educational sessions and delivering any training Froggatt et al 2001  Perry-Woodford 2005. Administration costs also need to be factored in, such as reminders about meetings Perry-Woodford 2005, organising documentation, photocopying and so on, McKeeny (2003) and sometimes this, along with a lack of resources is a factor that affects the ability of nurse specialists to undertake this work Froggatt et al 2001

Setting up a group

Establishing a link nurse group isn’t just as simple as getting together a group of like-minded individuals. froggatt et al 2001 The support of managers is vital, as has been identified earlier. Writing to managers within the relevant organisations, with group objectives and an invitation for each organisation to nominate someone to be a link nurse Maddocks et al 1999 can be a good place to start. Nurse managers are ideally placed to disseminate information about link nurse programs to staff, identifying potential participants and providing the opportunity and support for interested staff to participate Perry- Woodford and Whayman, 2005

Written contracts have been used in some areas McKeeny (2003), which can be in the form of a learning contract also signed by the unit manager and nurse specialist. Perry- Woodford and Whayman, 2005 helping to formalise arrangements. There are diverse perceptions of the link nurse role, which has implications for the role of co-ordinators and participants. Froggatt and Hoult, 2002 

One point to be clarified early on is: who will be invited? Sometimes not only nurses but other multidisciplinary team members are included, Jack et al 2004 such as community aged care package and volunteer co-ordinators. How long will meetings will meetings be held for? How often will they be held, and where are they held? Monthly meetings Maddocks et al, 1999, have been quite popular, but groups have been brought together as infrequently as twice a year. Sometimes it is easier to run a whole study day, as this facilitates easier release from the ward Jack et al 2004, however this sometimes just means that the nurses undertake this work on a day off.

Education and training for link nurses has been highlighted as being important, Froggatt et al 2001 and this should ideally commence when the group is formed. This would ensure that all link nurses have the same knowledge foundation (Perry-Woodford, 2005). An orientation or training day (or days) is perhaps the preferred option, with a 3 day link nurse training course being implemented on a pilot project in SA Maddocks et al 1999

Link nurses can also be a catalyst for change, a role that they need to be aware of (McKeeny), It is important that those who will be directly affected by the change are involved in its implementation, and it is worth investing time in communication. (McGuire, 2003) Everyone reacts to change differently, sometimes positively as an opportunity for progress and growth, but also negatively as an upheaval or threat. McKeeny (2003) 

It should be recognised early, that there is often difficulty in promoting change in institutional settings. Crouch 1997, Perry-Woodford and Whayman A session on ‘managing change’ for the link nurse can offer practical skills to utilise in the workplace, which also enable them to challenge attitudes and beliefs. Maddocks et al 1999. Certainly, poorly managed change can lead to limited effectiveness of the change initiatives (HealthConnect)

Group activities

There are a range of activities that are undertaken by these groups. Many will realistically only be able to facilitate the development of resource folders or displays for use within the organisation, Bawn and Matthews (2002), McKeeny (2003), while other groups will offer professional support and a chance to discuss case histories. McKeeny (2003) Jack et al 2004. Most groups will arrange for visiting speakers, Jack et al 2004, McKeeny (2003) Perry-Woodford 2005 and organise presentations and lectures Jack et al 2004. It is important to keep the program interesting and stimulating to meet the needs of what can be an ever-changing group of staff Bawn and Matthews (2002)
Often a combination of activities will best suit what can be a short time-frame for meetings. Perhaps including the provision of opportunities for reflection on practice and sharing of experiences along with formal education. Maddocks et al 1999, Jack et al. This format can create an environment in which participants can learn from each other Froggatt et al 2001 with the benefits of networking between members. Jack et al 2004
What is often also valued is the opportunity to have a ‘role model program’, enabling the link nurse to spend clinical time with the specialist palliative care team Jack et al 2004 Bawn and Matthews  Within Australia is the PEPA Program, providing a more comprehensive version of this. (See box below)
It is nice to be able to offer incentives for Link Nurses, and these have included things like badges, educational programs, places at national conferences, resource folders for the clinical area and free lunch. Jack et al 2004

Box Two: PEPA Program


Review and Development

Every group needs to be reviewed for ongoing effectiveness and link nurse groups are no different. When reviews have been undertaken elsewhere, the results have been a positive reinforcement of the aims and objectives of the group.

Feedback can provide a valuable opportunity to review the educational content and identify training needs (Bawn and Matthews) structure the program, and construct a foundation for future link nurse meetings. (Perry-Woodford, 2005) Reviews can also demonstrate the value of such groups, showing for example, that nurses have been motivated and keen to learn more, Bawn and Matthews (2002), or that they have an increased knowledge, confidence and sense of empowerment. Jack et al 2004. Auditing attendance at meetings can also be used to assess overall attendance, thereby demonstrating which organisations need more input (Perry-Woodford) 
There is little published evidence on the perceptions of the link nurses themselves, Jack et al 2004 and suggestions have been made to map the impact that the program has on the development of nurses over time. Jack et al 2004 It has also been highlighted that this role could be validated for ongoing career development, Charalambous (1995) or that as a support to the Nurse Specialist, their salary should reflect this McKeeney      

Conclusion

Nurse specialists and link nurses alone cannot influence appropriate palliative care without all staff understanding the goals of care and how to achieve them Maddocks et al, 1999 Staff are often keen to participate in education and training programs, and a positive commitment to development by managers and owners is crucial to facilitate this. Froggatt and Hoult
The end result has meant that staff are better able to support residents, families and each other in dealing with terminal care issues. Maddocks et al 1999
BOX Three: Adelaide Hills Palliative Care Link Nurse Survey

Box Four: Reflections from AHDGP Link Nurse Group


Box Five: Reflections from Southern QLD Link Nurse Group
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Important Points





Having a link nurse can mean an increase in the quality of care


Link nurse models enable a greater number of people access to palliative care expertise


Lack of managerial support, the time and cost involved and distances to travel can mean limited attendance at meetings


Link nurses need to be recognised as such, with time to engage in extra duties


Link nurses need to be equipped with skills and education


Link nurses can be a catalyst for change and need to be supported in this role


There is a risk that link nurse are regarded as a substitute for the Specialist Nurse





                             Reflections from AHDGP Link Nurse Group





The Link Nurse Group was established at the beginning of 2005. There are certain funding issues in the Adelaide Hills in regards to the Palliative Care service. This has resulted in the palliative care nurses being unable to visit residents in Aged Care Facilities unless they charge for their services. This of course means that referrals are generally low, except for telephone support and crisis management.





A group of nurses were brought together who had a demonstrated interest in Palliative Care, forming a direct link to the Palliative Care Specialist Nurses. They represent all 5 local hospitals and 9 out of 10 of the local residential aged care facilities (a local hostel did not participate).





Each representative had varying experience and education in Palliative care which was addressed on an individual basis. Each was offered clinical placements with the Palliative Care CNC, were encouraged to apply for PEPA, were offered paid study days, given free lunch at meetings and were  able to access the DGP Palliative Care CPD’s at no charge.





The group was formed following visits to the DON of each organisation to elicit support for this venture. They were supportive in theory but this did not necessarily translate into helping the nurses to get away from work or being given paid time to attend meetings. Some of the nurses came along in their own time – something that continued for quite a while., despite letters being written, again eliciting formal support for the initiative.





Lunchtime meetings every month then became a day away every two months. It is held in rotating venues across the Hills, enabling the nurses to visit each others’ workplace. This is easier to organise.  If it were not for the interest, passion and commitment of the nurses, this group would never have continued to become the proactive cohesive group that they are now.





Guest speakers have been invited, and the group have worked on many initiatives over the 2 years they were part of the rural palliative care program. They continue to meet under the mentorship of the Palliative Care CNC, working towards improved palliative care outcomes in the Adelaide Hills.





Look at work undertaken





Lessons Learnt





Should have done more formal training / intro/ orientation etc…

















Deb Rawlings


Palliative Care Project Manager, Adelaide Hills DGP





                           STANDARDS FOR AGED CARE FACILITIES





The following standards reflect the quality management and services expected of a residential aged care service. Residential aged care services are assessed against these standards to determine their suitability for accreditation


� HYPERLINK "http://www.health.gov.au/internet/wcms/publishing.nsf/Content/ageing-standard-facility-sacfindx.htm" ��http://www.health.gov.au/internet/wcms/publishing.nsf/Content/ageing-standard-facility-sacfindx.htm�





Aged care standards mention palliative care in the context of expected outcomes 


2.9 Palliative care -  The comfort and dignity of terminally ill residents is maintained        


Policies and Practices provide:


that residents' wishes are identified, respected and where possible, acted upon in relation to their terminal care; and 


individual palliative care programs that enable family involvement, accommodate religious and cultural beliefs and recognise an individual's right to die with dignity.





� HYPERLINK "http://www.accreditation.org.au/AccreditationStandards" ��http://www.accreditation.org.au/AccreditationStandards�











 			        PEPA Program





The PEPA Program is the Program of Experience in the Palliative Approach. It is an Australian Government Department of Health and Ageing initiative under the umbrella of the National Palliative Care Program. This program provides an opportunity to learn from experienced specialist staff to enhance skills, knowledge and experience in the palliative approach.       � HYPERLINK "http://www.pepaeducation.com/" ��http://www.pepaeducation.com/�





PEPA is being implemented in all Australian States and Territories








              ADELAIDE HILLS PALLIATIVE CARE LINK NURSE SURVEY





Questionnaires were administered in September 2006 towards the end of the rural palliative care project. Some of the comments from the nurses are shown here.





When asked whether they felt the link nurse group to be a worthwhile experience 


Comments included:





“It has helped me become aware of the needs for palliative care information and practice to be promoted in our facility”





“Sharing ideas, networking, being part of the clinical pathways, bereavement pack etc… has been a really satisfying experience”





“Increase my awareness of the Palliative Approach in residential aged care. Improved my knowledge of the Standards of Palliative Care. Gained ideas from Link group (and support)”





 “ Very worthwhile – update information – exchange  with colleagues”





“The friendships from the group have been great”








When asked what they had implemented or changed in their workplace as a result of being a part of the group. 


Comments included:





“Implementing a new care plan….developed from the clinical pathways”





“Use of graseby pump/ information increased confidence”





“Forward planning medication orders etc…”





“Improved mouthcare”





“Palliative Care folder….regular education sessions prior to staff meetings”





“Implemented bereavement packs, clinical pathways…syringe driver recording and documentation”





“Palliative care plan formulated and currently in draft to trial”





“Introduction of clinical pathways, development of a new assessment tool for palliative patients”























