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Part C

Views about user involvement

A summary of Part C
Why is Part C important?
There are many different opinions about what doing user involvement work means. Do user consultants present their individual view - issues unique to their own experience and opinions? Do they represent other people - issues frequently shared with other users, carers and members of the public? Doing both is important, but participants need to decide what fits best with their user involvement role. In this part participants learn about ‘user perspective,’ which helps them work these issues out. They will also think about how to talk about differences among people. This is very important, as they have to think about the many different people who use health and social services. Learning about user perspective will help participants think about the experiences of user involvement and other skills they bring to user involvement work.

What will participants learn by doing Part C?
At the end of this part participants will be able to: 

· Explain differences between personal and user perspective – Activity 1

· Discuss respectful ways or talking about different groups of people – Activity 2

· Identify what knowledge, skills and attitudes they bring to user involvement work – Activity 3

Skills participants will strengthen or develop
Skills that participants will strengthen or develop include:

· Level 1: Develop the ability to think about issues

· Level 1: Learn to develop and present an argument

· Level 1: Develop the ability to think about case examples

· Level 1: Develop the ability to do personal reflection

Background information

The background information provides trainers with additional information that prepares them for issues that may be discussed during the training.

Perspectives, attitudes and skills

Perspective 

‘Perspective’ means the viewpoint from which people look at the world. This influences how people make meaning of what they see, hear and directly experience. It is very useful if people can see things from more than one perspective. To do this, they must try and step into other people’s shoes. This increases their understanding, flexibility and skills in dealing with others, especially with people who hold a different perspective to their own. We can learn to see things from different perspectives. Sometimes we even change our perspective or develop the ability to use more than one perspective.

Attitudes

‘Attitudes’ mean what a person believes or feels about him or herself, another individual person or a particular group of people. The perspective we hold will influence our attitudes. If we learn to question or challenge ourselves we can change our attitudes. This is very useful if our attitude prevents us from learning something or understanding an issue. This is vital when our attitude has an unfair and negative impact on others.2

Skills

‘Skills’ mean what people have the ability to do. This includes physical, mental (thinking) or emotional skills. Our attitudes influence whether or not we learn, practice or use particular skills. If we do not like something or think it is no good, we will not learn the skills that go with it. We make choices about skills. We can choose to develop and strengthen skills. We decide whether or not we use them and for what purpose. 

In user involvement work both health and social service staff and users, carers and members of the public need to:

· think about their perspectives

· recognise their attitudes

· identify their skills

Every section of the training and facilitation resource will deal with this. The focus in Part C of Unit 1 is on user perspective.

What is user perspective?

It is hard to pin down exactly what we mean by ‘user perspective.’ We do not mean one perspective or point of view. This pretends that there are no differences between users, carers and members of the public as individual people. We certainly know that there are. In their work as user consultants Merinda Epstein and Julie Shaw have spent much time thinking about what user perspective is. As they are Australian they use the term consumer, which is the preferred Australian term. They describe it this way: 
“One criterion of ‘consumer perspective’ is that when you speak or think about consumer experience you do so from a speaking/thinking position that is fundamentally respectful of ‘the consumer.’ Such a respectful position assumes that an individual consumer is an ‘expert’ on their own life and being, carrying the wisdom to best articulate their own needs if they are accorded the time, space and means to do so….it is not consumer perspective to interpret someone else’s behaviour using the tools (language and diagnostic categories) supplied by the medical establishment, nor is it consumer perspective to argue that all other consumer experiences must be like your own.” (p.15)1
Different levels of user perspective

There are different levels of user perspective. At one level health and social service staff can share, value and understand user perspective if they are open to learning.1 In some situations they can represent user views provided they have direct permission to do this. However, user consultants are in a stronger position to understand a range of user experiences and opinions and, if needed, represent users. They must always realise they have limitations in doing this. It is not possible to speak for everyone. User consultants should never be asked to do this.

At another level user perspective is very personal. It ”comes from the deeply felt and personalised experiences of the individual consumer that can never encompass the voices of all consumers and that can never be adequately represented by anybody else” (p.15).1
The challenge is to try and stay aware of the different levels of user perspective. This is usually a juggling act. On the one hand you need to have awareness of political and collective issues for users, carers and the public. On another you must identify issues that are deeply personal to individual people. 

‘Local knowledge’ 

Health and social services have been biased toward scientific and technical knowledge for a long time. This is seen as the most important information when making decisions. User involvement work challenges this because it values ‘local knowledge.’ Without local knowledge, scientific and technical knowledge is limited. It only tells part of the story.2
Local knowledge comes from a person’s first hand experience of a situation. The situation might be an illness, a disability or a difficult social situation. You know exactly what it is like at a physical and emotional level. It “provides a different view of the world” (p.721)3 compared with scientific and technical knowledge, which describes what it looks or sounds like but not what it feels like.

There are several people or groups who can offer health and social services user perspective and, where appropriate, support and represent users and carers in services.4 They include:

· individual users, carers and members of the public 

· small groups of users, carers and members of the public working together in user involvement activities

· formal patient, user or carer organisations

Some health and social service staff will be honest about their personal experience of health or social problems. This does not always happen, as staff are encouraged to keep their personal experiences out of their work. Staff who are honest about their own personal experiences usually hold this assumption: ”a consumer knows what is helpful and what is not, what has worked and what has not, what has made them ‘sick’ and what has promoted health” (p.18).1
When these staff recognise what they learned through their own experiences, they find it easier to understand user perspective and support user involvement. They might be better at including users and carers in direct care, service planning and improvement work, or research and development activity. They may be leaders among other health and social service staff to increase the number of people who hold positive views about user involvement.
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Activity 1
Whose view do you represent?
There are several activity options. Each one has a suggested time allocation. This is a rough guide and can be extended according to the programme you have set up. Combine different activity options depending upon your chosen programme and your participants’ needs. Suggested combinations are:

· Small group work + mini presentation with case examples

· Large group discussion + guest presentation with case examples

Things to get ready

· Print the Unit 1 – Part C PowerPoint files 1A to 1F in ‘note pages’ for you and, where appropriate, ‘handouts’ (two slides/page) of the presentation material for participants

· Whiteboard and coloured whiteboard markers

· Flipchart paper and coloured markers

· If you choose Activity Option 4, you will need to identify an appropriate user consultant as a presenter who can discuss what user perspective means and provide good examples - meet with them to ensure they understand the task and 

    prepare anything that the guest speaker needs

Activity Option 1

Large group discussion – Thinking about individual and user perspective (20 minutes)

The purpose of the large group discussion is to develop skills in thinking about issues and developing and presenting an argument:

· Tell participants that: “Through sharing our stories and looking at the different aspects of our experiences we find out about people’s perspectives. Another word for perspectives is view. Something that we will need to think about throughout this training is the difference between individual and user perspective.”
· Ask participants to work with you in the large group and think about and answer this question:

    * What do you think individual perspective or view means?

    * What do you think user perspective or view means?

· Write their answers on the whiteboard under the two headings

· Once you have quite a few ideas on the whiteboard, then ask participants to think about and answer this question:

    * How do you know you are hearing an individual perspective? 

      versus a user perspective?
· Write these ideas up on the whiteboard and encourage participants to provide good reasons

· Facilitate a discussion on the issues raised

Activity Option 2

Small group work – Thinking about individual and user perspective (25 – 30 minutes)
The purpose of the small group work is to develop skills in thinking about issues and developing and presenting an argument:

· Tell participants that: “Through sharing our stories and looking at the different aspects of our experiences we find out about people’s perspectives. Another word for perspectives is view. Something that we will need to think about throughout this training is the difference between individual and user perspective.”
· Break people into four small groups. Ask each group to think about and discuss this question:

    * What do you think individual perspective or view means?

    * What do you think user perspective or view means?

· Ask them to take notes on flipchart paper about their ideas and discuss the reasons behind their ideas

· After 10 minutes, interrupt the groups and ask participants to think about and answer this question:

    * How do you know you are hearing an individual perspective 

      versus a user perspective?
· Again they will take notes on flipchart paper and discuss their reasons

· After 10 minutes ask each group to present back their ideas to large group

· As each group does this, the other groups need to listen for the ideas that are the same as the ones on their list and use a different coloured marker to star these ideas – if an idea comes up in one other group it will get one star, if it comes up in two other groups it will get two stars, etc

· When the next group does their presentation and displays their flipchart paper it will become obvious how much agreement and difference there is in the room about what individual and user perspective is

· After all presentations hold up each group’s flipchart paper and identify the things that were most often mentioned by each group for personal and user perspective

Activity Option 3

OVERHEADS 1A – 1F

Mini-presentation with case examples: What is user perspective? (10 - 15 minutes)
The purpose of the mini-presentation is to gain knowledge in this area and learn to think about case examples. Cover these areas using the PowerPoint slides:

· What user perspective means

· Importance of including the differences in perspectives among users and carers 

· Being aware of discrimination, e.g. on the basis of culture or disability

· Example of a user-led organisation that promotes user perspective: MIND

· During or after the mini-presentation facilitate further discussion as needed

Activity Option 4

OVERHEADS provided by guest presenter

Guest presentation with case examples: What is user perspective? (20 - 25 minutes)
The purpose of the guest presentation is to gain knowledge in this area and learn to think about case examples. Cover these areas using the PowerPoint slides:

· What user perspective means

· Importance of including the differences in perspectives among users and carers

· Being aware of discrimination, e.g. on the basis of culture or disability

· Examples of user-led organisations that promotes user perspective

· During or after the guest presentation facilitate further discussion as needed

Activity 2
Language for talking about difference
There are several activity options. Each one has a suggested time allocation. This is a rough guide and can be extended according to the programme you have set up. Combine different activity options depending upon your chosen programme and your participants’ needs, although for this activity you may choose one option or the other. You may want to choose both.

Things to get ready

· Whiteboard and coloured whiteboard markers

· Flipchart paper and coloured markers

· If you choose Activity Option 1, you will need to identify an appropriate presenter who can discuss ways that we talk about different groups of people and what ‘politically correct’ language means - meet with them to ensure they understand the task and prepare anything that the guest speaker needs

· If you choose Activity Option 2, you need to identify the different language that is used for talking about groups of people who are different because of age, cultural identity, type or degree of health problem (make sure you include

    people living with mental illness), disability, sexual 

    orientation, living situation, socio-economic status  - identify    

    common stereotypes or shorthand terms and acceptable and 

    respectful language that is considered politically correct

Activity Option 1

OVERHEADS provided by guest presenter

Guest presentation: Language for talking about difference – what is politically correct? (20 - 25 minutes)
The purpose of the guest presentation is to gain knowledge in this area and learn to think about issues. Cover these areas using the PowerPoint slides:

· Who are the different groups of people using health and social services that we need to think about

· What words do we use to describe different groups of people 

· Respectful language – being politically correct

· Why it is important to learn this language when doing user involvement work 

· During or after the guest presentation facilitate further discussion as needed

Activity Option 2

Values walk – Language for talking about difference – what is politically correct? (20 – 25 minutes)

The purpose of the values walk is to develop skills in thinking about issues:

· Tell participants that they will think about different ways of describing groups of people who use health and social services, and if they think it is respectful or not by doing a values walk for different examples that you will read out

· You need to create these examples as instructed in the ‘Things to get ready’ section – you will need to have at least 6 examples that are most relevant to the participants, where they live and the services they attend

· For example one of the words you could use is ‘loony’ – you would say: “How respectful is it to use the word loony?”

· Ask participants to make a decision and stand on a line where 1 = very disrespectful and 10 = completely respectful - make the line go from one side of the room to the other

· After participants stand on the line, check what range of numbers there are - ask people from different areas of the line to explain why they are there

· After each values walk, talk about the respectful or politically correct term for that group of people and why this is important

· Repeat this process for the other examples that you have created

· Facilitate a discussion on the issues raised, including why it is important to learn this language when doing user involvement work

Activity 3
What have I done and what do I bring to user involvement?
There are several activity options. Each one has a suggested time allocation. This is a rough guide and can be extended according to the programme you have set up. Combine different activity options depending upon your chosen programme and your participants’ needs, although for this activity you will probably choose one option or the other. 

Things to get ready

· Copies of Unit 1: Part C - Appendix 1 ‘What do I bring? Knowledge, skills and attitudes rating sheet’ for all participants

Activity Option 1

Large group discussion with a rating scale – What have I done and what do I bring to user involvement? (30 - 40 minutes)

The purpose of the large group discussion with rating scale is to develop skills in personal reflection:

· Tell participants that: “Many of you have probably had some experience in user involvement – in your own personal care or the care of someone close to you, as well as in other health and social services activity. You also have many experiences and skills that will be useful to you in doing user involvement work. We are going to reflect on them now.”
· Give a copy Unit 1: Part C – Appendix 1 to every participant

· Go through the instructions section with them and make sure people are clear about what they need to do

· Work through each of the main sections of the Appendix – knowledge, skills and attitudes – and the 3 or 4 specific areas listed under each one as a large group

· Encourage people to share their experiences and ideas with each other before writing down individual answers for each area

· For example, in the ‘Knowledge’ area ask people to share examples of what they learned from experiencing personal health issues – help them to identify what is ‘knowledge’ and to list it on the sheet: e.g. staff need to be patient with people when they are ill as they have less energy to remember what they are asked to do – they may rate themselves as having ‘excellent’ knowledge of this

· As an example in the ‘Skills’ area ask people what are some of their best social and personal skills: e.g. they may be someone who is good at listening to different people’s points of view and helping to solve conflicts, so they can rate themselves as ‘good’ at this

· As an example in the ‘Attitudes’ area ask people what they believe about user involvement: e.g. they may be convinced that user involvement is vital in health and social services, so can rate themselves as having a ‘very strong’ belief on this

· Remember that you will need to keep comments on the brief side as people can get caught up in the story and move away from the task

· Continue until the group has finished all sections

Activity Option 2

Individual or pair work with a rating scale – What have I done and what do I bring to user involvement? (30 minutes)
The purpose of the individual or pair work with rating scale is to develop skills in personal reflection:

· Tell participants that: “Many of you have probably had some experience in user involvement – in your own personal care or the care of someone close to you, as well as in other health and social services activity. You also have many experiences and skills that will be useful to you in doing user involvement work. We are going to reflect on them now.”
· Give a copy Unit 1: Part C – Appendix 1 to every participant

· Go through the instructions section with them and make sure people are clear about what they need to do

· Ask them to individually work through each of the main sections of the Appendix – knowledge, skills and attitudes – and the 3 or 4 specific areas listed under each one as a large group

· Be available to assist people as needed

· If they want to they can share their thoughts with a neighbour and work through the scale together

· If people get stuck offer an example – an example in the ‘Knowledge’ area is that from their own experience of dealing with an illness they may have learnt that staff need to be patient with people when they are ill as they have less energy to remember what they are asked to do – they may rate themselves as having ‘excellent’ knowledge of this

· As an example in the ‘Skills’ area ask people what are some of their best social and personal skills: e.g. they may be someone who is good at listening to different people’s points of view and helping to solve conflicts, so they can rate themselves as ‘good’ at this

· As an example in the ‘Attitudes’ area ask people what they believe about user involvement: e.g. they may be convinced that user involvement is vital in health and social services, so can rate themselves as having a ‘very strong’ belief on this

· Continue until they have finished all sections

Personal exercises
Here is an exercise to help participants think about the ideas in Part C.

User and individual perspective
Participants will think about and answer these questions:

· How will participants keep a check on whether they are talking from an individual perspective or user perspective? 

· What can they do to help them with this balance?

Case examples

1.
MIND

http://www.mind.org.uk/About+Mind
Mind Infoline: 0845 766 0163

MIND is the leading mental health charity in England and Wales, and is an example of a user-led organisation that promotes user perspective. There are several local branches of MIND around the country, such as Solihull MIND. Each branch provides it own services according to needs in their local area. It works for a better life for everyone with experience of mental distress by:

· advancing the views, needs and ambitions of people who have experienced mental distress

· promoting inclusion by challenging discrimination

· influencing policy through campaigning and education

· inspiring the development of quality services, which reflect users and carers need and diversity

· achieving equal civil and legal rights through campaigning and education
2.
Involving and empowering patients from Ethnic Minorities and Cultural Groups
Raz Janjua, Equal Access Facilitator

Birmingham Heartlands and Solihull NHS Trust

Bordesley Green, Birmingham, B9 5SS

Tel: 0121 424 1319

Email: riaz.janjua@heartsol.wmids.nhs.uk   
The Black & Minority Ethnic Advisory Group (B&MEAG) was set up in 1995 by Gillian Waterhouse, Quality Manager for the Trust, with the help of the local community and voluntary groups. Examples of their work include:

· Dietary needs - B&MEAG identified the need for appropriate diet provision for Muslim patients i.e. Halal food. Together with Trust staff they visited meat suppliers and abattoirs to check religious and hygiene standards. The Trust appointed a Muslim chef and religious leaders were invited for food tasting sessions. The halal food has become part of the hospital menu and is well publicised. The Muslim chef visits the wards regularly to speak to the Muslim patients about the halal food provision.

· A multi-faith prayer facility was established at the Trust in response to the needs of the local community. B&MEAG advised the Trust about the provision of Holy Scriptures, prayer timings, methods of prayer, worship and meditation, washing facilities and the importance of maintaining a neutral environment. The facility will be moved near the chapel and become part of a purpose built multi-faith centre. The facility is used regularly by patients, carers, visitors and staff of different faith groups. 

·  Interpreting and translation services – The B&MEAG guided the Trust to set up a full-time and Trust-wide interpreting and translation service in five South Asian languages. This ensured that the non-English speaking patients and carer's communication needs were met appropriately so they could make informed choices and give informed consent about their treatment. The interpreters provide face-to-face interpreting on request of patients, carers or staff and also culturally sensitive bereavement services to families and staff. 

· Cultural awareness sessions for staff - Regular sessions are held for staff to provide an introduction to cultural diversity and it's implications for providing quality health care service to the communities the Trust serves. This initiative was developed in conjunction with the B&MEAG based on user and staff feedback.
Useful information for participants
Useful reading

SPICE Consulting (1998). The Kit: A guide to the advocacy we choose to do. A resource kit for consumers of mental health services and family carers. (Australian) Commonwealth Department of Health and Family Services: Canberra. Available online at: http://www.mhca.com.au. Click on their ‘Projects’ section and follow the links to view or download all or sections of the kit.

If possible, gain access to the Internet through your organisation and take a look at this resource. It was developed in Australia to support user consultants in the mental health field to learn more about advocacy to help them in doing user involvement work. There are many sections you will find helpful in understanding user perspective and how to represent yourself and other people as a user consultant.

Ease of reading: Good
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Epstein, M. & Shaw, J. (1997). Developing effective consumer participation in mental health services: The report of the Lemon Tree Learning Project. Melbourne: Victorian Mental Illness Awareness Council. Available online at: http://home.vicnet.net.au/~vmiac/home.htm 
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