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SUMMARY REPORT

Involvement of service users, including carers, is a priority on the political agenda if we are to move some way to meeting the needs of older people to provide high quality services. Although there is lack of clarity about the definition of the term involvement, Walker et al. (1999) have identified markers of satisfactory involvement that have been and validated by carers (Goulbourne et al. 2000)

· feeling that information is shared, 

· feeling included in the decision making process, 

· feeling that there is a contact person available, and

· feeling that the service is responsive to their needs (Walker et al 1999)

What the evidence indicates is that there are many barriers to effective implementation of satisfactory involvement, which include lack of agreed definition of involvement, attitudes of staff, power relations and communication. Getting research into practice is complex and needs to take account of many variables including culture. Creative processes have to be designed and implemented to enhance the process of using research in practice, and in this case, making carer involvement a reality. 

It is crucial that carers, key workers and organisational management are actively involved in the refinement and validation of previously generated guidelines (Walker et al. 1999).  The interdependence of these three stakeholders ensures dependability and transferability of these guidelines to a variety of settings. This will endorse their fitness-for-purpose and ensure quality care which is evidence-based (Nolan and Grant 1993, Walker et al. 1999). 

The project described in this report uses the framework of work-based learning to support Development Nurses’ facilitation of the implementation of the involvement guidelines in practice.
Project Remit

Aims: 

· To implement guidelines that seek to involve carers of older people in decision-making processes. 

· To facilitate processes of developing practice through work-based learning.

Objectives:

Through working with the selected practitioners, the project team :

1. assessed the extent of existing carer involvement on each site

2. facilitated the process of implementation of the guidelines

3. identified organisational and cultural factors which promote or impede implementation of the guidelines

4. described different strategies for implementation of the guidelines

5. modified the guidelines in line with practitioners’ findings

6. evaluated project workers’ perceptions of the effect of the work-based learning programme on the implementation change
Two Clinical Development Nurses (CDN) who work with older people in the hospital setting were invited to participate. Each CDN worked with a team of practitioners  setting to develop practice in relation to the guidelines. One CDN worked within a continuing care ward, the other chose to develop the guidelines with three wards in a Care of the Elderly unit.  The three wards covered; continuing care, respite care, and older people awaiting transfer to alternative accommodation.

In order to meet the aims of the study, the CDNs were invited to undertake a Work-Based Learning module. Data was collected from the CDNs to evaluate the effect of the work-based learning on the implementation of the guidelines.

Data collection to assess what was currently happening

The following methods were used to assess what was currently happening with involvement in each area:

· Documentation: This was reviewed to assess the ‘visibility’ of relatives.  This included reviewing, admission documentation, relative communication sheets, relatives’ notice boards, and the wards’ philosophy.

· Individual interactions and meetings: Interactions between relatives and staff, as well as relative meetings were observed.  The project team held informal meetings and individual conversations with staff.  Relatives were spoken to informally when they visited the settings.

· Organisation and Culture Questionnaire: Staff were asked to complete an organisation and culture questionnaire, (adapted from Bate, 1994). The way in which staff view the cultural and organisational context in which they work represented additional contextual data that may have an impact on their ability to deliver high quality services, that respects the person-hood of the older person.

· Involvement Pro-forma: A pro-forma was developed from the markers of satisfactory involvement, developed by the carers in the original study (Walker et al. 1999).  Staff were asked to describe where they felt their current practice was in relation to each marker, and what they would like to develop in this area.

These data were collected and analysed and then fed back to the staff in each area.  Meetings were held to present this information and to discuss with staff which area was a priority for them to take forward.  

Data collection for the evaluation of initiatives

The following methods were used

· Informal discussions with staff and relatives documented as field notes

· Questionnaires to gain feedback about particular initiatives e.g. staff’s comments about the process of action learning to enable them to develop more positive relationships with relatives

Summary of findings

The process of change

The idea that change is a complex process is not new. Indeed, it was the implementation of the guidelines that was seen as a real challenge by the carers and professionals in the validation study (Goulbourne et al. 2001). We describe the facilitating and inhibiting factors that we came up against which included, ownership, time, support from management, insider and outsiders as change agents, and flexibility. In particular, flexibility was one of the key factors that enabled change to progress in this project. By this we mean constantly being able to adapt to the needs of the practitioners and the relatives, and judging the appropriateness of these adaptations against the project aims, which were to enhance relative involvement.

Ways of enhancing involvement

The practical ways that staff developed to bring the guidelines ‘alive’ and enhance involvement are detailed in Table 1 below. 

A number of different ideas were raised by the staff in each ward about how to enhance the involvement of relatives in care processes in relation to the four markers of satisfactory involvement

· feeling that information is shared, 

· feeling included in the decision making process, 

· feeling that there is a contact person available, 

· feeling that the service is responsive to their needs (Walker et al. 1999)

These ideas came out of discussions that the project team had with staff about 

a) what was currently happening with involving relatives and 

b) what the relatives thought would make involvement better.

Table 1: Practical ways of implementing guidelines and enhancing involvement of relatives

	Practical way of helping involvement to happen
	Why was this important to staff and relatives?
	How did we go about this?
	Ways of finding out impact of these changes on the practice of involving relatives

	Feeling there is someone to contact if you need to

	Key nurse allocation
	Some relatives were unsure who the nurses were and when and how best they could contact them
	· Staff made the named nurse system more visible 

· Staff informed relatives at home visits (where these occurred) who the named nurse was

· Individual appointments were made available to all relatives to meet and have discussions with their named nurse
	Questionnaires to relatives and named nurses to find out the usefulness of the individual meetings.

	Feeling that information is shared

	Newsletter 
	Relatives felt that they would like more information about general aspects relating to ward life.  Staff felt that this would be an efficient means to communicate this type of information
	· Staff prepared a newsletter for circulation to all staff and relatives.

· Meetings were held to explore relatives’ views of this and plan a way forward that involved a more joint approach involving relatives.

· Relatives helped to contribute content to the newsletters
	· Informal feedback recorded from relatives and staff

· Evidence of initiative continuing

· Seeking views of relatives at meetings

	Noticeboards
	Relatives wanted to improve the use of the noticeboard to gain up-to-date relevant information about ‘ward’ life.

 
	· Staff purchased new large noticeboards and repositioned them in a more suitable area

· Meetings to be held with relatives and staff to decide, content of information to be shared and roles and responsibilities regarding upkeep of the noticeboard
	· Visual evidence about what is on the noticeboard

· Capturing informal feedback from staff and relatives

	Relatives’ Meetings
	Staff on the ward wanted to find out if relatives’ meetings were indeed what relatives wanted or whether there were other ways to share information.

Relatives felt that they would like more information about general aspects regarding ward life.


	· Questionnaire developed to find out from relatives if they would like to have regular meetings and if so, what focus and format these should take.

· Feedback of this process to be carried out to establish the way forward
	· Evidence from questionnaires

· Evidence of joint decision making

	Written communic-ation
	Relatives felt that they would like to know more and share more about individual information related to their loved one.

Staff wanted to be able to pass on practical information to relatives.
	· Staff decided on what format this should take, ranging from personalised booklets to one sheet in the nursing notes.

· Pilot schemes set up and reflected upon

· Plans established to roll out initiative to all ward residents.

· Implementing workshops with staff to develop skills. 
	· Finding out what sort of information was recorded in these books, by whom and what impact this information has on staff and relatives. This was done through asking staff and relatives and examining the input in the booklets.

	Life story work
	Staff recognised the value of information about past life history and that relatives had unique expertise in this area.

Relatives were keen to find a way of sharing their loved one’s story.

Both staff and relatives believed that staff knowing this important information would enhance care.  
	· An expert facilitated staff and relatives in a series of life story workshops. 

· Part of these workshops included the implementation of life story work in practice.

· Devising practical ways of implementing this which included

1.Purchasing boards to present life stories.

2.Provide staff with time out to carry out life story work.

3.Clinical Development staff to develop own workshops to roll out to larger number of staff and relatives


	· Visual evidence of life story work

· Development and administration of questionnaire to evaluate the value of life story work to both relatives and staff and the older person in the ward setting.

· Evidence of proportion of older people in the ward setting who have had life story work done with them.

· Evaluation of further life story workshops 

	Developing home visit pack
	Staff recognised that there were no formal systems for documenting what information they gave and received at home visits, and that there was no agreed approach to home visits.

The focus of home visits tended to be on the patient who was coming in for respite and less so on the relatives’ needs.

Relatives found it difficult to assimilate all the necessary information when they arrived on busy admission days and welcomed an opportunity to explore some of their concerns before admission. 
	· Meetings were held with key members of staff to develop information and a framework of questions based on their previous experience of home visits.

· A pack was developed including framework of questions that aimed to establish patient and relative needs and expectations, revised patient and relative information leaflets (including named nurse contact details and photos of the ward environment). 

· Integration of information gleaned at home visits into nursing notes.

· Piloting of new pack with patients and relatives, amendments made and re-piloted.
	· Evidence of questions that promote relative involvement in new pack.

· Evidence in nursing notes of the transfer of information.

· Informal discussions with staff and relatives about the value of the framework.

· Wider dissemination of home visit pack

	Feeling included in decision making

	Relatives having a voice at case conferences
	Relatives wanted to give and receive more information relating to case conferences.
	· To develop a case conference documentation sheet to become part of the relative communication booklet, which both relatives and staff will use to document both items for the agenda and outcomes of discussions.
	· Evidence of use of the documentation sheet, including quality of information recorded and the two-way nature of this communication.

· Informal feedback from staff and relatives

	Feeling the service is responsive to your needs

	Helping staff to enable relatives to give feedback
	Staff said they found communicating with distressed relatives difficult. They wanted to find ways of dealing with this.

The project team recognised this as an important issue that emerged as a main theme from the previous study.

The project also recognised from their experience as educators that this was a complex issue that needed innovative approaches that would challenge and support staff to come to new understandings and ways of working in relation to this. 
	· Set up action learning sets with all grades of nurses, which were facilitated by members of the project team.

· Individuals brought their own issues in relation to relative involvement and developed action points.
	· Questionnaires to establish impact of whole process of action learning

· Reflective questions at the end of each session to establish learning

· Field notes

· Informal discussions with staff

· Written additional evidence from staff about the impact of this approach on practice

· Discussing with staff the extent to which they could follow up action points in practice

	Developing a shared vision about relative involvement
	Staff felt the need for a common vision for the way they approached relative involvement.
	· Workshops held with staff to develop a shared vision and write a standard

· Working towards including relatives in future workshops

· Further discussions with a wider team to share the standard and discuss development of audit tool.
	· Evidence of written standard

· Integration of the standard into the Care of the Older Person Care Standards and audit process.


Several strategies were implemented to enhance relative involvement, some very practical and others that helped to explore the way staff thought about involvement. Early feedback from the project has highlighted some positive benefits for both staff and relatives. These include an increase in confidence and being able to develop more meaningful relationships with relatives.

The need for more reciprocal and equitable relationships is highlighted in the literature (Nolan et al. 2001) and is a key factor in promoting effective partnerships between relatives and professionals. The development of these relationships does however take time and requires a change in the attitudes of both professionals and relatives. This project has laid the foundation for the beginnings of this redefining process.  

The impact of work-based learning as a framework for practice development projects

Work-based learning provided a systematic framework to identify and develop individual learning in practice. The individual learning included learning how to evidence practice, valuing the emotional nature of learning, developing ones own practice based theory, refining theory and developing evaluation skills. The CDNs in this project felt that they enhanced the outcomes of this project as work-based learning enabled them to become more effective in their role as practice developers. Practice developers fulfill a demanding and complex role that has rich learning opportunities, but it may not always be possible to capture these if their learning is not supported in some way. As Nolan et al. (1995) state  ‘Creating assertive, reflective and analytical nurses may be the vision of the future, but such individuals will only flourish if the correct support systems are in place’. 

Work-based learning offered one such support system. 

The project’s main aims were to implement guidelines for involving relatives, and to understand the processes involved in bringing about this change. The four markers of satisfactory involvement derived from a previous project (Walker et al. 1999) were an excellent starting point.  However, it became apparent that these markers were not sufficient on their own to guide practitioners in the complex process of involving relatives. For example, underpinning the marker ‘feeling information is shared’ lie the complex skills of effective communication, negotiating expectations, having clarity about boundaries, and valuing each others contribution.  These skills take time and creative methodologies to develop. Any real changes in practice will depend on the ability of individuals or facilitators to recognise what fundamental attitudes and beliefs exist, and to use these as the basis to begin to develop these skills. 

This study has reinforced the argument that effective communication is crucial to establishing partnerships with relatives. In this project, effective communication has meant being open and honest with relatives particularly about what is possible within the care environment, and awareness of the impact use of language can have on, for example, the balance of power within the relationship. Developing communication with staff, so that relative involvement can improve, is a challenge, as it requires more than a communication skills training course. Indeed, May et al. (2001) argue that the routinised behaviours which are part of everyday interactions are unlikely to be influenced by skills training and that an approach that provides an analysis of these conversations would better improve the quality of communication. In this project, the documentary analysis of the communication books which was fed back to staff, and the action learning sets where examples of individual’s communication with relatives were explored, were examples of analysing specific words used to communicate. These approaches seemed to have more of an impact than other strategies used.

In any implementation project, bringing theory alive is a challenge. Practical strategies were needed in this project to bring to life some of the more theoretical statements that encapsulate involvement, for example ‘feeling that information is shared’. In this project the staff and relatives saw life story work as a way of bringing the ‘theory’ of sharing to life. Staff were used to ‘giving care’ and ‘giving information’ and relatives were used to ‘giving up care’ and ‘leaving it up to the professionals’. These traditional expectations about care in hospital needed to be questioned before sharing could become a reality. The challenge in this project was to find practical strategies that could be initiated by all grades of staff but would also challenge their views about sharing information and the value of this. Staff found that it was only when they began to implement the practical strategy that they began to understand the complexities of involvement. Life story work was one way of doing this. 

One of the difficulties in bringing about change in this project seemed to be that not all staff had a clear vision of what involvement meant. Although efforts to address this were made in the preliminary phase of the project where we established what was currently happening regarding relative involvement, there was not enough emphasis placed on making this a learning experience for staff to really explore what involvement meant. For many, they had not articulated previously how they involved relatives or what involvement meant to them. Much more work in establishing a shared vision, either in the form of a standard or as a shared philosophy, should have been carried out at the start of the project. Had this been given a greater emphasis, there might have been a larger group of staff committed to the involvement project, and more thought being put into the purpose and evaluation of practical solutions that were implemented.

Understanding the ideal and working with the reality can be challenging. The fact that the project team ‘sanctioned’ the notion of negotiating care was seen as a liberating experience for staff. Questions such as ‘were we allowed to deviate from the ideal? What about best practice?’ were in people’s minds when we introduced this concept of negotiating care. There needs to be more meaningful negotiation between staff and relatives about what can be realistically achieved in a hospital care setting.  Some staff in this study expressed concern about their ability to meet the needs of the relatives. They found this to be one of the key sources of stress in staff/relative interactions.  Through analysis of practice a need for a systematic approach was highlighted to identify relatives’ expectations and work towards a mutually acceptable plan of care.  There was a need, from both parties, to be open and honest in the face of unrealistic expectations. This meant sometimes having to say ‘we cannot provide that’. This could be hard for staff. What was useful in this project were frameworks of questions that would guide staff into a negotiating conversation. In this way staff could practise negotiating conversations and develop real partnerships with relatives.

One of the important questions to ask in any change project is whether the change is sustainable? There is no clear answer to this at this stage in the process but there are factors that may have enhanced the chance of sustainability.  These include; seeking the support from management and ensuring that involvement of relatives is part of an overall strategic plan for the Trust, helping staff and relatives to ‘own’ parts of the project, instilling enthusiasm in key individuals to ‘keep going,’ and the fact that although the project has ended in terms of the funding, the two CDNs continue to promote and develop involvement in their day to day work.  

People need support in bringing about change in practice. Work-based learning offered an effective framework to enable the CDNs to work through this project systematically. It enabled them to use theory in practice, for example, the theory of ‘effective participation’, and to plan evaluation strategies from the outset, which helped to provide continual evidence throughout this project. The emphasis on process in work-based learning allowed them to reflect on both the successes and failures of bringing about change in the complex world of practice and to share these with others.

If involvement of relatives in care processes is to become a reality, then attention needs to be given to helping staff to develop meaningful relationships with relatives that seek to value them as experts and create a more equal distribution of power. It may be that in order for this to happen, relatives also need coaching about gaining confidence in developing equal relationships with staff.

It is useful to make a comment at this point to the change in terminology used. Up until now in this report we refer to involvement of relatives.  There is a sense that the term involving relatives means that staff are ‘allowing them to come in’, thus the power remains with the professionals. The difficulty staff have in the relationship with relatives is highlighted by (Allen 2000) when she acknowledges that nurses find it hard to involve carers in ways that did not undermine their professional identities. Perhaps a more appropriate term to use is partnerships with relatives. Partnership implies a more equal relationship and emphasises the process of negotiation which seemed crucial to developing effective relationships.

Key Recommendations (If you plan to take forward relative involvement in your area, points you should you consider)

In relation to Involvement

· Establishing an open and honest relationship with relatives – consider exploring their expectations about care and involvement and sharing with them your expectations.

· Exploring the meaning of involvement is an important pre requisite before any change can be introduced and sustained – this might include working with staff and relatives to identify and analyse good and poor examples of relative involvement.

· Relatives and staff may both need coaching in developing the delicate skills of negotiation which are crucial to successful partnerships. Life story work was a useful way of coaching in this project.

· It is useful to implement practical strategies for sharing information such as newsletters and communication booklets to help staff to focus on involvement and work through the complexities of this process.

In Relation to the Process of Change

· Feeding back evidence about what is currently happening in the area for change is a powerful prompt for change.

· Ownership is difficult to develop particularly if the evidence for change is based on findings from research that staff don’t feel they have an association with. This has to be recognised and plans to develop local action plans need to be seen as a priority.

· Involvement is a complex term and should perhaps be replaced with partnership as this implies a more equal relationship and emphasises the process of negotiation which seemed crucial to developing effective relationships.

· Action learning is a useful approach to use in change projects as it is a powerful way to explore attitudes and beliefs about dealing with difficult situations.
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