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11	 Introduction

The Scottish Health Council was established in April 2005 to ensure that the 
views of patients, carers and the public are properly taken into account by the 
NHS. In order to monitor whether this involvement results in better and more 
responsive services for patients, all NHS Boards in Scotland (including Special 
Health Boards) are required to complete an annual Patient Focus and Public 
Involvement self-assessment framework.  

This self assessment details how Boards have involved patients in their own 
care and how they have identified and responded to the needs of individual 
patients and carers, so that whatever their needs may be, such as, religious, 
dietary or communication, services are patient focused, for example, providing 
patient information in large print. Boards are also required to communicate 
continuously with patients and the public so that people are informed and 
understand how the NHS works. The Board must also show how it works in 
partnership with patients and local communities when planning and developing 
services, for example, designing a new appointment system.

The information provided by Boards in their self assessment is collected under  
five key headings:

A)	 Involving patients, carers and the public	
B) 	 Supporting staff
C)  	 Monitoring Patient Focus and Public Involvement
D)  	 Developing Patient Focus and Public Involvement
E)  	 Related strategies, for example, carers and volunteering policies

This information is submitted to the Scottish Health Council so that we can 
assess how well Boards have involved patients and the public. In order to help 
us check the information provided by Boards, local staff and Local Advisory 
Council members have asked patients, carers and local communities about 
their experiences and how they were involved. This report is our assessment of 
NHS Lothian based on the information provided by NHS Lothian (including its 
staff), patients and the public.  
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Included in this report are suggestions on how the Board can work more 
effectively with patients, carers and communities so that local people can see 
year-on-year improvements in the way their Board works with them.

This report does not include information on any significant service change 
carried out by NHS Lothian. The Scottish Health Council will review this 
information in a separate report, which will include an assessment of the 
Board’s activities measured against specific standards and guidance set by 
the Scottish Executive Health Department. Details about reviews of specific 
consultations (and completed reports) are available from the Scottish Health 
Council Lothian Office.
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22	S ummary

The self assessment submitted by NHS Lothian for 2005/2006 has been of 
a high standard and demonstrates the considerable work which has been 
undertaken over the past year to further develop key aspects of the Patient 
Focus and Public Involvement agenda.

NHS Lothian has reviewed its framework for Patient Focus and Public 
Involvement and developed a subsequent action plan to be implemented 
and overseen by a Patient Focus and Public Involvement Management team. 
The review incorporated a stakeholder event including patients, carers and 
representatives from voluntary organisations, local authority and NHS staff.

Particular attention has been made in trying to elicit the views of 	
‘hard-to-reach’ groups in order to improve access to services and improve 
communication. These include projects involving people with learning 
disabilities, gypsy travellers and young people. A project involving service users 
with learning disabilities was found to be inclusive, responsive and appropriate, 
resulting in service users feeling valued and able to influence the development 
of a patient information leaflet.

Although NHS Lothian Complaints and Patient Liaison staff are able to offer 
information and advice to local people on the NHS Complaints process and 
refer patients to independent advocacy agencies and Citizens Advice Bureaux, 
we found that information was not readily available, particularly in primary care 
premises, and in most cases had to be requested.

Dedicated patient involvement staff have been an integral part in supporting 
NHS Lothian’s Patient Focus and Public Involvement agenda. Of particular 
note is the extensive work done by patient involvement workers in supporting 
other staff to respond to patient feedback obtained through the General 
Practice Assessment Questionnaire. Another highlight of their work has been 
the development of Public Partnership Forums in Midlothian, West Lothian 
and North and South Edinburgh. Patient involvement workers have ensured 
that patients and communities have had the opportunity to develop and shape 
each forum from the earliest possible stage.  However, Public Partnership 
Forums are only newly established and work will be required to ensure they are 
continuously developed, supported and evaluated. There is also work required 
to establish the East Lothian Public Partnership Forum.
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Considerable progress has been made against all the key priorities for 2004/05.
Areas for development in 2006/2007 include: monitoring and evaluating Patient 
Focus and Public Involvement activity, establishing the independent Patient 
Information and Advice Service and ensuring accessibility of information on 
the NHS Complaints process, continued support and development of Public 
Partnership Forums, development of a Carers Information Strategy and 
provision of support to staff to contribute to shared practice initiatives.  
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33	 Context

3.1	S elf Assessment

The self assessment from NHS Lothian demonstrates considerable work 
undertaken over the past year to develop the Patient Focus and Public 
Involvement agenda. NHS Lothian has provided evidence through inclusion 
of a large range of examples in its self assessment, including small pieces of 
work by front line staff through to large scale strategic projects at Board level. 
The examples have been accurately documented and reflect significant detail, 
demonstrating the variety of work that has been carried out.

3.2 	 Board Issues

NHS Lothian completed a consultation on ‘Improving Care Investing in Change’ 
in late 2004. This was a wide-ranging consultation which sets the direction 
for the next 10-15 years, covering services across acute care, mental health 
services and older people’s services. The Board agreed the proposals in 
February 2005 and these were subsequently agreed by the Scottish Executive. 
This major service redesign is now in the implementation phase and includes 
ongoing consultation with patients, carers and communities.

NHS Lothian is currently in the process of writing two strategies, which may 
result in significant service change. These include the review of Children 
and Young People’s Health and Healthcare Services, and the Primary Care 
Modernisation Strategy. It is anticipated both strategies will go out to public 
consultation in the summer of 2006. Re-provision of the Royal Hospital for Sick 
Children will be included as part of the review of Children and Young People’s 
Health and Healthcare Services.

3.3	 2005/2006 Priorities

The key priorities identified for 2005/2006 were as follows:

	 •	 �Develop a plan to ensure that the lessons learned from the Improving 
Care, Investing in Change consultation are communicated system wide.

NHS Lothian has responded to the need to share the learning points from the 
2004 ‘Improving Care Investing in Change’ consultation by holding review events 
with the Executive Management Team of the Board. It will be important to 
ensure that this process leads to learning points being spread across the whole 
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organisation. It will be of interest to see if these learning points are reflected in 
the Board’s upcoming consultations.

	 •	 �Develop an integrated, system-wide approach to involve staff in all 
aspects of patient-focused service planning.

NHS Lothian has developed a cultural change program known as the ‘Lothian 
Way’ and roll-out of the learning programme ‘Good Attitude’, which focuses on 
customer service and patient experience, commenced in October 2005.

	 •	 �Further development of the Board’s equality and diversity approach to 
ensuring patient-focused services.

NHS Lothian reports extensive work with a range of ‘hard-to-reach’ groups 
and is well on its way to meeting the requirements of ‘Fair for All – the Wider 
Challenge’. NHS Lothian has developed an awareness-raising workshop on 
Lesbian Gay Bisexual Transgender: Health Matters as part of induction training 
for new staff. NHS Lothian should ensure that these training workshops are 
rolled out to all staff in 2006/2007 as planned.

	 •	 Develop a patient information strategy. 

The Board reports considerable work in taking this strategy forward. There has 
been continued development of the System for the Management of Information 
in Lothian and Edinburgh (SMILE), with the appointment of a project manager to 
oversee the wider implementation stage and the relaunch of the steering group. 
In addition a Patient Information Group has been established in West Lothian 
and the Communications department of NHS Lothian has been reviewing 
patient information leaflets as part of the Communications Strategy.

	 •	 �Explore the opportunities for sharing good practice across  
the single system.

The Board reports that it plans to launch a Patient Focus and Public 
Involvement Management group to oversee the implementation of NHS 
Lothian’s Patient Focus and Public Involvement action plan as well as share 
good practice from across the organisation.
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4.1	N ational Standards and Templates

In order to ensure national consistency and a robust process across all NHS 
Boards, national verification templates have been developed from the National 
Standards for Community Engagement. The standards were endorsed by the 
Scottish Health Council in June 2005.

4.2	M ethods

A range of methods have been used to assess and verify NHS Lothian’s Patient 
Focus and Public Involvement self assessment. These included:

	 •	 �review of documentary materials, such as patient and staff information 
leaflets, publications, evaluation forms and websites (for web-based 
information)

	 •	 face-to-face and telephone interviews
	 •	 observing public meetings and demonstrations and visiting NHS Lothian 	

	 premises
	 •	 focus groups.

4.3	S takeholders and Participants

A wide range of people and organisations contributed to the verification process. 
These included:

	 •	 NHS staff
	 •	 �patients and carers
	 •	 �representatives from community and voluntary organisations, including 

People 1st and Contact a Family.
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55	Ov erall Assessment

NHS Lothian has evidenced a wide range of Patient Focus and Public 
Involvement work being carried out across the organisation. This has involved a 
wide variety of patients, carers, communities and partner organisations as well 
as NHS staff. NHS Lothian has made every attempt to encourage participation 
at every level in order to meet its statutory and Patient Focus and Public 
Involvement responsibilities.

5.1	 Involving Patients, Carers and the Public

NHS Lothian is able to evidence clear outcomes of involving patients, carers 
and the public in providing patient-centred care and treatment (for example, the 
Pulse Centre Referral Scheme and the carers’ involvement project). As a result 
of the carers’ project, changes have been made to services including patient 
involvement in decision making and improved communication with relatives. 
Work has been undertaken to provide support to patients, carers and members 
of the public in order to improve the quality and extent of Patient Focus and 
Public Involvement activities, including initiatives such as Cancer VOICES and 
Hearty VOICES, which have been delivered to provide training and support to 
individuals, enabling them to fully participate and feel comfortable contributing 
to the groups.  

NHS Lothian should be commended for the significant work on involving 
individuals from each of the equality strands in the planning of services, 
in particular work with gypsy traveller women. NHS Lothian has reported 
examples where they have asked local communities how they wished to be 
involved, for example in the Board’s pre-consultation work on Children and 
Young People’s Health and Healthcare Strategy, and the development of Public 
Partnership Forums.

The Southeast Scotland Cancer Network should also be commended for 
completing a review of patient involvement opportunities which will also help to 
ensure further development of the public involvement agenda. 

NHS Lothian reports a widespread approach to obtaining feedback from people 
who use health services, for example, through patient surveys, workshops, 
focus groups and a stakeholder event. The patient surveys help to identify the 
priorities for patients and provide robust information about patient experience. 
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‘Patient Dynamic’ surveys are of particular note as the issues covered in the 
questionnaires are determined by patients themselves.

5.2	S upporting Staff

NHS Lothian reports that staff have been involved in the designing and 
planning of a range of services such as children and young people’s health and 
healthcare services and review of unscheduled care. Staff have been involved 
through workshops, questionnaires and face-to-face interviews.   

NHS Lothian has developed a cultural change programme known as the 
‘Lothian Way’. Its precursor, the ‘Good Attitude’ learning programme, 
emphasises customer service and patient experience. The roll-out of this 
programme began in October 2005. A robust evaluation of the programme 
is required to ensure that improved patient satisfaction and experience of 
healthcare in NHS Lothian is realised.

NHS Lothian reports that it employs dedicated and lead staff for Patient Focus 
and Public Involvement, including patient involvement workers in each of the 
five Community Health Partnerships. It is the role of appointed staff to ensure 
that other staff across the organisation are encouraged and supported in 
involving patients, carers and the public in all aspects of planning, delivery, 
evaluation and development of health services. The proposed development of a 
Patient Focus and Public Involvement Management Group should ensure better 
communication across a single system and improved means of networking with 
staff involved in similar work.

5.3	M onitoring Patient Focus and Public Involvement

NHS Lothian ran a workshop in June 2005 to review the Board’s Patient 
Focus and Public Involvement framework and set future performance targets. 
Patients and carers, voluntary organisations, local authority staff and NHS staff 
participated in the event. Evaluation of its implementation in the next 2-3 years 
will evidence the impact of the event. This approach could be used effectively 
in other NHS Board areas to involve the public and key stakeholders in Patient 
Focus and Public Involvement at a strategic level.

Patient involvement workers meet regularly with the Designated Director 
for Patient Focus and Public Involvement and Project Manager for Patient 
Focus and Public Involvement to share their experiences and provide support. 
A management group for Patient Focus and Public Involvement, which will 
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bring together staff across the organisation with a lead role for Patient Focus 
and Public Involvement and patient representation, will be launched in 2006. 
The Scottish Health Council would welcome an evaluation of this process to 
determine its effectiveness, for example, in overseeing the implementation of 
the Patient Focus and Public Involvement action plan.

The Patient and Public Partnership Network monitors its activities by 
encouraging debate with lay members within the wider Patient and Public 
Partnership Network group. Members give presentations to the wider group on 
the project that are involved with and the group engage in debate on whether 
priorities are being acted on effectively.

5.4	D eveloping Patient Focus and Public Involvement

NHS Lothian highlights the appointment of Patient Focus and Public 
Involvement staff to ensure continuity in this area, including the Project 
Manager for Patient Focus and Public Involvement, patient involvement workers 
and the Head of the Patient and Public Partnership Network. These staff 
members have a responsibility for providing advice and support across NHS 
Lothian to further develop the Patient Focus and Public Involvement agenda.

The nursing department of West Lothian Healthcare Division has been involved 
in identifying public involvement activity, which has informed a database of 
activity and enabled good practice to be shared. 

NHS Lothian has used its staff newspaper, ‘Connections’, as a means to 
promote Patient Focus and Public Involvement.

5.5	 Related Strategies

NHS Lothian has undertaken partnership working with voluntary organisations 
through the Edinburgh Compact and Community Health Partnerships. The 
Board has also provided financial support to voluntary organisations. The 
Carer’s Information strategy is due to be finalised and launched in 2006. The 
Scottish Health Council will be looking for evidence of involving carers in 
drawing up action plans and evaluating its implementation.

NHS Lothian is meeting its duties to respond to the NHS Reform Act (Scotland) 
2004 through the ‘Improving Care Investing in Change’ consultation and 
upcoming public consultations on areas of significant service redesign (Children 
and Young People’s Health and Healthcare and Primary Care Modernisation).
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66	 Verified Examples

6.1	H ow have you worked with ‘hard-to-reach’ groups?
A Community Learning Disability Team staff nurse, a Speech and Language 
Therapist and two student nurses worked with five people with learning 
disabilities to design and develop a leaflet about a ‘Health Matters’ course. 
Learning Disability day centres were sent information about the project and 
NHS Lothian staff met with service users interested in taking part. 

The remit of the working group, which met weekly over a period of months, 
was to select appropriate symbols to be used in a leaflet advertising the 
‘Health Matters’ course. Service users were also involved in designing the 
leaflet, for example choosing the leaflet’s layout, through group discussion and 
consultation.  

The leaflet was used to explain to people with learning disabilities what the 
‘Health Matters’ course involves. Although the ‘Health Matters’ course is no 
longer running, the leaflet has been distributed to staff at resource centres 
that are going to run a variation of the course. The Board also reported 
that the leaflet has been used in demonstrations to GP surgeries and other 
organisations.

What we did and who we involved

Two lay members of the working group (who attend the resource centre), two 
project leads, and the ‘Better Health through Better Communication’ worker 
were interviewed. 

Supporting evidence of how NHS Lothian has engaged with and involved 
people with learning disabilities has been gathered by reviewing the project 
group course leaflet. This was reviewed by a representative of the voluntary 
organisation People 1st.

What we found

Group members felt that staff listened to their opinions and that the leaflet was 
their own work.  Members expressed that they were happy to be involved in this 
way and enjoyed the whole process. They also stated that their involvement had 
been worthwhile. Group members felt it was clear what they were expected 
to do and that there was nothing else that could have been done to help them 
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participate. Meetings were held at the resource centre participants usually 
attended, which ensured that any particular requirements were met, at the 
same time and day each week. Group members felt that the time and location of 
the meetings were appropriate as they attended the resource centre at 	
these times.  

All participants in the project were informed how the leaflet would be used and 
were shown the final product. Group members were satisfied with the outcome 
and said that they did not wish to make any changes. The project was evaluated 
informally with members of the group. The contributions of the working group 
were acknowledged in the leaflet itself: participants were very proud of this.  

Staff reported that they facilitated the group’s involvement in the project, 
including indentifying which symbols were selected. To help support service 
users, the group only considered one topic each week. The staff team including 
the lead nurse, two student nurses and a Speech and Language Therapist 
provided any support required. On reflection, the project leads felt that it would 
have been better to use a different venue from the resource centre for the focus 
group. Staff felt that this would have ensured fewer interruptions and would 
have also meant the process was more formal.

Both staff and participants found the project to be very rewarding.

Consensus with the Board’s Report

Staff and participants confirmed that this was a worthwhile project. The 
involvement of the five members of the working group with learning disabilities 
and the attendees of the resource centre ensured the leaflet was appropriate 
and responsive to the needs of service users. The staff and the participants 
evidenced that the views of the group members and the results of the surveys 
directly influenced the content of the leaflet. Participants reported that they 
were fully supported, the level of information was sufficient and clear and the 
outcome of the work was shared with all those who were involved.

Although the leaflet has been shared with other resource centres running a 
variation of the ‘Health Matters’ course it has not been shared more widely. The 
‘Better Health through Better Communication’ worker has not used the leaflet 
or the experience of this piece of work in presentations to GP surgeries and 
other organisations, as NHS Lothian’s self assessment indicates.
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Conclusions

The views of members of the public with learning disabilities directly influenced 
the development of a leaflet used by NHS staff, with the result of improving 
communication with service users about the content of the ‘Health Matters’ 
course. The project to develop the leaflet ensured that services users felt 
involved and that the process was inclusive, responsive and appropriate. 
The project was developed in a way that removed any significant barriers 
to involvement and all participant support needs were met. This ensured a 
rewarding and meaningful experience for all participants.

More work could be done to share this experience of working across NHS 
Lothian.

6.2	H ow have you provided independent support and advice to complainants?

Patient Focus and Public Involvement and Complaints staff developed a ‘self 
help’ pack, to explain the NHS Complaints procedure to complainants. It 
includes a copy of the national Complaints leaflet, a sample complaints letter, 
a consent form to use if complaining on behalf of another individual and a copy 
of the Scottish Public Services Ombudsman ‘Handy Hints’. The ‘self help’ pack 
was developed by staff experienced in working with patients and the public.  
However, no patients were involved in developing or reviewing it before it was 
distributed for use. The Board states that the ‘self help’ pack was distributed to 
all NHS Lothian Complaints and Patient Liaison staff and GP practice managers 
in an electronic format with instructions for use.

In addition, NHS Lothian Complaints and Patient Liaison staff offer guidance 
to the complainant through the provision of written information and drafting 
letters or points of concern for the complainant. NHS Lothian also provides 
information about independent advocacy services and Citizens Advice Bureaux.

What we did and who we involved

Evidence of how well NHS Lothian has provided independent support to 
complainants has been gathered by reviewing documentary materials, including 
NHS Lothian’s Information pack; complaints advice accessed through the 
Board’s website www.nhslothian.scot.nhs.uk, and tracking the number of 
complainants erroneously approaching Scottish Health Council Lothian office 
for advice.
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Interviews were held with the Project Manager for Patient Focus and Public 
Involvement, a sample of four NHS Lothian Complaints and Patient Liaison 
staff. Interviews were also held with a representative from each Citizens Advice 
Bureau across Lothian. Fifteen General Practices across Lothian were selected 
randomly and visited to identify the availability and accessibility of Complaints 
procedure information and the support available.

What we found
All NHS Lothian Complaints staff interviewed use the ‘self help’ pack when they 
are approached by a member of the public wishing to make a complaint.

Many GP practice managers reported that they had not received the ‘self help’ 
pack. Of those who had received it, most have decided not to use it as they feel 
there were parts which were inappropriate. In particular, General Practice staff 
did not think the title, ‘It ain’t what you do it’s the way that you do it and that’s 
what get results!’ on the Ombudsman’s Handy Hints pages was suitable. One 
described it as “frivolous” and felt that it was making light of a more serious 
situation.  

Almost all GP practices visited have their own leaflet explaining the Complaints 
procedure. One GP practice uses the ‘self help’ pack when the information is 
requested by a patient. Of the premises visited, none had leaflets about the 
Complaints procedure available in the waiting room. However, one practice did 
have copies of their practice leaflet readily available, which contained some 
information about the Complaints process. One of the premises displayed 
a complaints information poster at reception. Not all practices readily, or 
enthusiastically, provided information when requested.

Most of the in-house leaflets available at GP practices contain accurate 
information about the Complaints procedure, although some do not have 
relevant contact details (for example, for NHS Lothian Complaints staff). Most 
practices reported that if requested, they would be able to provide the leaflet in 
large print or a community language.

Citizens Advice Bureau staff explained that they would be able to advise 
complainants about the procedure and assist them in drafting a letter if 
required. However, they were all clear that they would not be able to provide 
individual support on a particular case. All Citizens Advice Bureaux had a 
copy of the national NHS Complaints leaflet as well as an information pack 
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providing support when raising an issue or making a complaint about the NHS 
in Scotland. This information pack has been available since June 2005. 

At this stage there has been no evaluation by either staff or patients of the ‘self 
help’ pack as to the amount of support it offers or the usefulness of it.

Conclusions
NHS Lothian should ensure that printed copies of the national Complaints 
leaflet have been distributed across the entire organisation including private 
contractors and independent organisations within the community. This should 
ensure all patients and public have consistent access to information on advice 
and support for complaints in accordance with national guidance from the 
Scottish Executive.

6.3 	H ow did you support staff to respond to patient and public feedback?

In early 2004, all General Practices across Lothian were given the opportunity 
to undertake the General Practice Assessment Questionnaire. The Clinical 
Governance Support Team distributed the survey forms and a support pack. 
Almost 90% of all practices in Lothian carried out the General Practice 
Assessment Questionnaire in 2004/2005. Of those who took part in the survey, 
83% did so to the final level of the Quality of Outcome Framework: that is 
carrying out the survey, discussing the results as a team and contacting their 
primary care organisation representative (patient involvement worker) to agree 
an action plan.

Some practices also discussed their results with a group of patient 
representatives.

At the conclusion, all practices were provided with a report of their results. In 
January 2005 a guidance pack explaining how to use the results of the patient 
surveys to improve and develop practice management systems and services 
was distributed. Patient involvement workers were available to all practices to 
discuss the results of the survey and to help practice staff develop an action 
plan for change as required.

What we did and who we involved
Evidence of how well NHS Lothian supported staff to respond to patient 
feedback gathered as part of the General Practice Assessment Questionnaire 
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was collected from documentary materials including ‘Taking forward the results 
of GPAQ: Best Practice Guide’ (September 2004) and ‘GPAQ Results 2004/05 
for NHS Lothian, Report on the actions taken by GP practices across Lothian 
following the General Practice Assessment Questionnaire’ (May 2005). 

Face-to-face interviews were held with a random sample of 15 GP practice 
managers from across NHS Lothian. Discussion with patient involvement 
workers also took place.

What we found
All the GP practice managers interviewed had received a copy of the guidance 
pack. All but two practice managers agreed that the guidance pack helped 
them, for example with how to feed the results of the survey back to their 
patients and how to involve patients in taking forward identified areas from the 
results.

All the GP practice managers interviewed had discussed the results of the 
survey and their subsequent action plan with a patient involvement worker. One 
practice had also discussed it with a patient group. All the practice managers 
agreed that the advice and support provided by the patient involvement workers 
was useful: many commented that their support was excellent. 

Most practice managers agreed that the support provided to them had made 
a difference to the way that they responded to the results of the survey. One 
said that the patient involvement worker always came up with innovative 
ways of responding to the survey results. Another commented that it did not 
change anything they planned to do but gave them confidence in taking their 
plan forward. Improvements made for patients included reviewing the phone 
systems and managing phones better at peak times; improving the availability 
of information leaflets; and reviewing the policy for patients phoning the doctor 
for advice.

All but one of the practice managers interviewed could not see how NHS 
Lothian could have provided any additional support but they did comment that 
they hoped there would always be a patient involvement worker. One practice 
manager commented that the practice could have been provided with more 
information about what was involved and what was expected of them, to make it 
more obvious as to the steps they should take. In particular some guidance on 
expected timescales would have been helpful.
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None of the practices interviewed had formally evaluated what difference, if 
any, the changes implemented as a result of the survey had made to patients. 
However, many commented that they had received positive comments from 
patients in reception and during surgery times.

Patient involvement workers have not yet evaluated the usefulness of the 
guidance pack or the support that they give. However, they have planned an 
evaluation exercise to be carried out in the coming months to see if any changes 
or improvements are required for next year.

All GP practice managers agreed that the guidance pack provided by patient 
involvement workers provided good support in enabling them to know what 
to do with the results of the survey as a practice; how to feed back the results 
to patients; and how to involve patients in taking forward identified areas. All 
GP practice managers agreed that the support from the patient involvement 
workers was invaluable and that there is little additional support that could be 
provided at this stage.

Conclusions
From the feedback provided by staff interviews it is clear that this is a good 
example of how NHS Lothian has provided support to staff in carrying out a 
piece of public involvement work.

By providing both written guidance as well as support by dedicated patient 
involvement staff, GP practices have been able to respond to the feedback 
received from patients.

The support provided will require more formal evaluation to ensure that it 
remains appropriate over the coming years as GP Practices have greater 
experience and confidence in responding to patient feedback.

6.4 	 What progress have you made with your patient information strategy?

The development of the System for the Management of Information in Lothian 
and Edinburgh (SMILE) has been informed by patients in all services across the 
former Lothian University Hospitals Division through patient surveys, individual 
patients and carers and staff. SMILE was developed to overcome difficulties in 
communication and information-sharing identified by NHS Lothian-led patient 
surveys (approximately 30,000 respondents). 
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SMILE is an internet-based system that can be used to support health 
professionals communicating with patients, or independently by patients. 
Information can be viewed or printed from home, school, libraries, personal 
computers, kiosks and bedside terminals. The system, which is searchable, 
provides instant access to information for patients.

Patients were consulted to establish common headings that information can be 
accessed under. The system is culturally sensitive and has built-in mechanisms 
to minimise barriers to accessing the service. These have been identified by 
people who have experienced barriers from groups such as minority ethnic 
communities and people with learning disabilities. 

In 2005, approximately 2,200 patients in the Day Surgery Unit of the Edinburgh 
Royal Infirmary used SMILE.

What we did and who we involved
Evidence of progress made to NHS Lothian’s Patient Information Strategy has 
been gathered by reviewing documentary materials including summary of 
patient survey results, a sample of evaluation questionnaires, and results from 
the pilot project and a project update.

Interviews were held with the project lead to obtain details about the project 
and two patients who had been involved in the development of SMILE. The first 
patient was involved during a stay at the Edinburgh Royal Infirmary and was 
consulted on general information needs. The second patient was from the 
Patient Public Partnership Network at the Edinburgh Royal Infirmary and was 
involved in an information session on SMILE at the second phase of the project. 

What we found
Two members of the Patient and Public Partnership Network at the Edinburgh 
Royal Infirmary were involved in an information session on SMILE during the 
second phase of the project. The participant who was interviewed thought this 
was an excellent opportunity to hear about SMILE and was able to ask questions 
about the project. She was extremely happy with the outcome as she believes it 
improves communication between patients and staff and ensures a consistency 
of information.

The patient who was consulted on her information needs during her stay at 
the Edinburgh Royal Infirmary expressed her pleasure at being involved and 
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appreciated the offer of further involvement. She felt that all the issues that 
were concerning her regarding the information available have been addressed 
in the development of SMILE. She could identify specific instances where the 
views she expressed had been translated into action. One example of this was 
the issue of varying levels of reading ability affecting how much information 
individual patients understand. SMILE addresses this challenge through the 
‘WATCHWORD’ facility, which is an in-built check run on all documents to 
ensure that clear English is used. She was very happy with the outcome, as she 
believes it is essential to have clear information that can be accessed after a 
meeting with health professionals to clarify and reinforce their communication.

Both participants who were interviewed were very satisfied with the level of 
information and feedback received about the project, which was thought to be 
clear and helpful.

Consensus with the Board’s Report
Staff and participants confirmed that SMILE is an excellent example of patient 
and public involvement which included involvement from ‘hard-to-reach’ 
groups. Extensive involvement with patients through an effective survey strategy 
as well as individual contact with patients at every stage of the project has led to 
an innovative project. 

The views of patients gathered through individual contact and surveys have 
directly influenced the Patient Information Strategy of NHS Lothian and the 
development of SMILE. 
 
Conclusions
The patients interviewed felt that this is an excellent example of how NHS 
Lothian has listened and responded to patient views. SMILE is the result of 
extensive involvement with patients through wide scale surveys and individual 
contact. 

The continuous emphasis on evaluation should ensure as SMILE is developed 
further and rolled out across the organisation it remains a user-friendly and 
culturally sensitive means of obtaining patient information.

As the system is implemented, it will be vital to monitor the results of future 
patient surveys to fully ascertain its impact.
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6.5	H ow did you involve patients, carers and the public in setting your Patient 
Focus and Public Involvement agenda?

Members of the public were involved in developing Public Partnership Forums 
in all five Lothian Community Health Partnerships. Each of the five Community 
Health Partnership areas began the process of involving the public in the 
development of Public Partnership Forums in a different way. Midlothian, West 
Lothian and North and South Edinburgh have since pursued a similar strategy 
of holding between two and five public events in each region to inform the public 
about the Public Partnership Forums. The events were publicised through flyers 
and posters in public places and advertisements in newsletters and local papers. 

Members of the public who signed up to the Public Partnership Forum 
were given the opportunity to join a dedicated group to develop the working 
agreement for each forum. The agreement details how the forum will be 
represented on the Community Health Partnership, means of communication 
between Public Partnership Forum members, the Community Health 
Partnership and the wider public, and all other aspects of how it will function. 
These groups were attended by 10–20 members of the public.

A formal evaluation is anticipated when the Public Partnership Forums are fully 
operational.

What we did and who we involved
The development of Public Partnership Forums has been observed through 
attendance of Public Partnership Forum publicity events and working 
agreement development groups in Midlothian, West Lothian and North and 
South Edinburgh.

Interviews have been held with six members of the public involved in the 
development of Public Partnership Forums. These included questions on 
how they have been involved, the opportunities they have had to influence 
the development of the forum and whether they have felt supported and 
comfortable in taking part. The interviewees were from Midlothian and North 
and South Edinburgh. 

Additional information was provided by patient involvement workers including 
copies of promotional leaflets, development plans and event reports.
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What we found
An interviewee from the North Edinburgh development group was very happy 
with the way she had been involved and felt that the group was able to influence 
how the Public Partnership Forum was to be set up. She was asked specifically 
to advise on venues with suitable accessibility and support needs for people 
with disabilities. The group was also able to influence the publicity materials for 
the public events and decide on the appropriate communities to target within 
the North Edinburgh area.

All of the interviewees were happy to have been involved in the shared approach 
adopted by Midlothian, West Lothian and North and South Edinburgh and 
believed that there was no better way they could have been involved. The 
majority believed that they have been able to influence the development of the 
Public Partnership Forum through the writing of the working agreement and 
interaction with the Community Health Partnerships. Two interviewees felt that 
it was still too early to say. Half of the interviewees felt that people in their local 
community had been given enough opportunity to influence the development of 
the Public Partnership Forums. 

One interviewee stated that the public’s involvement in the writing of the 
working agreement has enabled them to directly influence how the forum 
will function. Two of the interviewees felt that people in the local community 
have not had enough opportunity to influence the forum. Poor publicity was 
highlighted as a problem. The majority of the interviewees felt that more could 
have been done to reach out to the wider community by having more publicity 
and by visiting more community groups and organisations.

At each of the public events there was an opportunity given to read information 
on story boards and a summary sheet on Community Health Partnerships was 
provided. Interviewees felt these were clear and informative. However, the 
presentations were less clear and included technical information and jargon.

Attendees were also given a chance to speak informally with NHS staff at 
the end of the meetings. All of the interviewees felt that the purpose of their 
involvement and the Public Partnership Forum itself had been clearly explained 
and all of the interviewees felt comfortable taking part.
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Consensus with the Board’s Report
Observation of the development of the Public Partnership Forums and 
interviews of participants have confirmed that NHS Lothian has attempted to 
fully involve the public in the development of Public Partnership Forums in 	
all areas except East Lothian, where progress has slowed due to staff being 	
on leave. 

Views of the public have been obtained through surveys, public meetings and 
focused working groups. The participants were fully supported and the level of 
information was felt to be sufficient and clear. 

As acknowledged in NHS Lothian’s self assessment, the time and resources 
needed to engage effectively with the general public need to be considered. 

Conclusions
The development of the Midlothian, West Lothian, North and South Edinburgh 
Public Partnership Forums are excellent examples of how NHS Lothian has 
involved the public in setting their Patient Focus and Public Involvement agenda.

The views of the public have directly influenced how the Public Partnership 
Forums would be set up in Midlothian, West Lothian and North and South 
Edinburgh. They have affected how the forums were publicised, the format of 
public events and how the forum will function with regard to the Community 
Health Partnership and the wider public.

Members of the public have been involved in the process from an early stage 
and have been fully supported and well informed.

A good start has been made by NHS Lothian in involving patients, carers and 
communities in developing Public Partnership Forums in Midlothian, West 
Lothian and North and South Edinburgh. However, it will be important to 
continue to appeal to a wider audience in the months ahead. It will also be 
important that further work is done to develop the Public Partnership Forum in 
East Lothian and that lessons learned in other areas are considered.

It will be necessary to formally evaluate the development of the Public 
Partnership Forums and their effectiveness at involving the public in setting the 
Patient Focus and Public Involvement agenda of NHS Lothian.
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77	Ov erall Conclusions

The verified examples examined by the Scottish Health Council were generally 
found to be of a very high standard with patients and community groups 
reporting that they had been involved in the process and had been able to 
influence activities and outcomes.

NHS Lothian has engaged in a significant amount of work with people in each of 
the equality strands, including people with learning difficulties.

The staff structure within NHS Lothian, which includes dedicated posts for 
Patient Focus and Public Involvement activities, has been critical to the 
successful work that has been produced. This was evidenced by the effective 
role that the Patient Involvement Workers played in supporting practice 
managers in the General Practice Assessment Questionnaire as well as their 
extensive work in supporting patients and communities develop the Public 
Partnership Forums.

The development of the Public Partnership Forums in Midlothian, West Lothian 
and North and South Edinburgh is a good example of involving the public at 
an early stage in a project. This supports a key priority identified in last year’s 
assessment, that patients, carers and communities should be involved in 
service planning from the outset. NHS Lothian should be commended for the 
variety of opportunities presented to patients, carers and the community to 
become involved in planning and developing services. There is a wide range 
of patient groups covering much of the organisation and NHS Lothian has 
supported the roll-out of large scale patient surveys across the Primary Care 
Organisation and the Lothian University Hospitals Division.

Patients need to have easily accessible information regarding their care and 
treatment as well as NHS complaints procedures. NHS Lothian has made 
significant progress on their Patient Information Strategy. The development of 
SMILE has been an excellent example of how NHS Lothian has responded to 
public feedback with an innovative solution to communication problems.

NHS Lothian has included patients, carers and communities in reviewing 
its Patient Focus and Public Involvement framework and setting future 
performance targets. This has been achieved through holding a stakeholder 
event to identify the issues.
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The development of the training programme ‘Good Attitude’ as part of the 
cultural change programme, the ‘Lothian Way’, should see all staff within NHS 
Lothian experience the programme, hopefully leading to improved patient 
satisfaction of the services delivered by NHS Lothian.

It will be important that lessons learned through the ‘Improving Care Investing 
in Change’ consultation are reflected in the planning and implementation of the 
Board’s upcoming consultations.



27

3

Annual Review | 2005-06

Assessment of NHS Lothian

88	D evelopment Issues for 2006/2007

Development Issues 2006 -2007
All NHS Boards are asked to consider the following generic issues in addition to 
issues raised by this year’s assessment.

Generic issues:

•	 �Evaluation of all Patient Focus and Public Involvement activity so that 
NHS Boards can demonstrate more responsive care and community 
influence in shaping services.

•	 �Ensuring shared knowledge and implementation of statutory guidance in 
relation to Patient Focus and Public Involvement across the organisation. 

•	 �Supporting staff to contribute to shared practice initiatives and regional 
and national networking opportunities.

•	 Continue to support and develop Public Partnership Forums.

•	 �Establishing the Independent Patient Information and Advice Service to 
support people in taking forward an NHS complaint.

Issues from this assessment

•	 �Ensure all patients have access to information about the NHS 
Complaints procedure.

•	 �Develop NHS Lothian’s Patient Information Strategy, building on the 
high quality work already done as part of the SMILE project and ensure 
evaluation of the project so that the successful pilot, where appropriate, 
can be rolled out across the organisation and shared nationally.

•	 �Ensure the East Lothian Public Partnership Forum is developed with 
adequate public involvement and that there is ongoing review and 
evaluation of all Public Partnership Forums across Lothian once they are 
established
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•	 �Explore the opportunities for building robust evaluation into the planning 
phase of any Patient Focus and Public Involvement work.

•	 �Launch the proposed management group for Patient Focus and Public 
Involvement and evaluate its effectiveness. The membership of the 
group should reflect all the areas of activity within Patient Focus and 
Public Involvement, including equality and diversity, patient information 
and complaints, carers, volunteering, advocacy, Public Partnership 
Forums, lay and local authority interests. These groups could be 
represented either directly or indirectly.




