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A Preface

The following words and phrases are used in this document:

British Sign Language (BSL)

Sign language is the first and preferred language of Deaf People whom have a profound hearing loss.  Having said this it can be used by people with varying levels of deafness and can be used as a sole or joint method of communication to other aids.  BSL is not a literal translation of oral language. BSL Interpreters, to become full qualified have to undergo several years of specialist training and obtain advanced qualifications.

Carers (paid)
Paid carers may be employed by a local authority, charity or care agency to work in day centres, residential homes or in people’s own home.

Centres for Independent / Inclusive / Integrated Living (CILs)
CILs are grassroots organisations run and controlled by disabled people.  Their aims are that disabled people should have control over their lives and achieve full participation in society.  They work towards these aims by representing disabled people’s views locally and nationally, and by providing services which promote independent living
. 
Deaf people

The Deaf community largely does not identify with the label ‘disabled’. Their first language is British Sign Language (BSL), rather than any spoken language, and so define themselves as a linguistic minority, which means they are also a cultural minority. Deaf people have adopted a capital ‘D’ in order to politicise their chosen identity.  
deaf people
Spoken language is the first language of people who are deaf or hard of hearing. In the main, deaf people are not part of Deaf culture, though some may identify with some aspects of the Deaf culture. The lower case ‘d’ is used when referring to this group of deaf people. For the purposes of this document, this group of deaf people are included under the term disabled people.
Disabled people

This term has come from discussions and agreements amongst disabled people themselves and means ‘people with impairments who are disabled by social barriers.’  The disabled people’s movement championed self-definition in response to traditional medicalised methods of identifying and classifying them. This is in line with the social model of disability (see page9) which holds that people with impairments who experience discrimination are disabled by that process. More recently official bodies tend to follow the Equality Act 2010 definition, which is more medically based, in order to comply with legislation.

Family carers (unpaid)
The different roles of a family carer and a professional carer must be carefully distinguished to ensure a better understanding of the difference in responsibilities, the extent of the support and how they are perceived by society.  Family carers are people who provide unpaid, day-to-day support to disabled people.  Some people who provide support to a disabled relative dislike the label of ‘carer’ and prefer to be referred to as ‘family members’ instead.  In addition, some disabled people have objected to the term.  For example Prof. Colin Barnes
 states that ‘care’ usually means ‘to be cared for’, ‘to be looked after’, ‘protected’ or ‘supervised’, which from the perspective of disabled people is patronizing and unhelpful.  Family carers’ organizations often take a different view and ‘carer’ is the term which was adopted by the family carers’ movement in the UK.

Independent Living

Independent living for disabled people is often misunderstood. It does not mean disabled people 'doing everything for themselves' but that the practical assistance some disabled people need should be provided and based on individual choices and aspirations. It means having the same choice, control and freedom as other citizens at home, at work, in education, and as equal citizens
.
Older people

Older people may or may not be included in a definition of ‘disabled’. Some consultations have indicated a view that older people should be included in the definition, whilst others have questioned the logic of this approach. However it is likely that older people with impairments are likely to encounter some similar barriers to those encountered by younger disabled people.
Disabled People’s Organisations (DPOs) 

DPOs are organisations that are controlled by disabled people.  This control can range from 51% control to 100% of the management board.
Organisations for Disabled People

Organisations for Disabled People are generally the older, more traditional charities set up and run by non-disabled people, usually with an original charitable / welfare base and approach. Many such organisations are realising that they must ‘modernise’ in line with developing thinking and approaches and have invited disabled people to joint management boards.
Personal Assistants (PAs)

This term generally refers to support workers who are employed and managed directly by the disabled person, often through Direct Payments or Personal Budgets. The use of this term has been originally developed and adopted by disabled people themselves, it is a very different role to ‘carer’ and the terms should not be confused. 

Users

People who need support and / or equipment in order to go about their daily lives; they may also use services that are provided as part of the welfare state
.  This term should be used carefully as it also has negative meanings implying people are passive and take without giving anything back.

User Led
User led is commonly understood to mean that the people who are in direct  receipt of a service or facility are centrally involved – or even in control – of the design and delivery of that service, so as to ensure that it is appropriate. A user can be a disabled person, an older person, a single parent, an unpaid family carer, or indeed a combination of these labels.

User Led Organisations (ULOs)
Organisations where the people who the organisation represents or provides a service to, have a majority on the Management Committee or Board, and where there is clear accountability to members and/or service users4.

B The Protocol

1. Areas of Agreement
It was agreed that:

a) There is too much control and power with professionals and public bodies.

b) Disabled and Deaf people are still not getting choice and control over their lives. 

c) Family carers’ organisations get told they cannot do something because disabled / Deaf people’s organisations do not agree and vice versa.  Therefore we are being played off against each other, sometimes because we are not working together.

d) We have a lot to learn from each other.

e) It is important to set out clearly what areas the different groups agree on and what areas we disagree on.

f) We need to work in partnership together more often because a shared approach is stronger.  

g) The government’s Big Society agenda is likely to put a strain on relationships between disabled / Deaf people and family carers.

h) The right support needs to be in place.

i) Where a disabled person is receiving unpaid support from a family carer, their support plan should specify what they need from their family carer and what their family carer needs.

j) There is a need for support from early years for parents of disabled children to help them encourage their son or daughter to have optimum independence and choice as they grow up.
k) There is a need for high level political support to progress independent living for disabled people and support for family carers.
Recommendations
a) Campaigns would be more successful if the groups worked together to put across a consistent message.
b) Areas of agreement should be built upon in order to facilitate working in partnership.

c) Public funders need to resource independent advocacy and self-advocacy.
d) When young disabled people reach age 14 to 19 there should be support  for them to take more control of their lives and support for their parents to ‘let go’ and encourage independence.

e) Policymakers need to prioritise supporting partnership working between disabled people’s organisations, Deaf people’s organisations and family carers’ organisations.

f) The groups need to give more recognition to each other and acknowledge what they have in common.

2. Principles
The working relationship between organisations needs to hold the following principles:

Mutual respect and trust
a) Every individual has a responsibility to work to these principles and point out to others if they are not doing it

b) Treat everyone with respect.

c) Listen to different opinions.

d) Respect and value our differences

e) It is alright to disagree with an opinion

f) Respect people even when we disagree 

g) Recognise that we all share the common goal of improving the lives of disabled people, Deaf people and family carers.

h) Recognise that we can all make our own choices.
i) Professionals must respect our work and value what we do.
Inclusion

a) Everyone is welcome
b) People should feel able have their say.

c) Inclusion is more than just being present.

d) Hold meetings in accessible venues at suitable days/times.

e) No jargon - use words we can all understand.

f) Challenge and remove the barriers that stop disabled and Deaf people being included.
g) Have a sign language interpreter at meetings where Deaf people are present.

h) Everyone should make the effort to learn some British Sign Language.
i) Use advocacy when someone feels they need help to express their point of view.
Being Open and Honest

a) Share information.

b) Be open to suggestions and criticism.

c) Make it known that results can take time.
d) Decision making procedures must be transparent.

e) Be truthful and realistic about what can and can’t be achieved.
f) Always ask if you don’t understand something.

g) Be honest, even if it’s not always good news.

h) Don’t be scared to challenge the bureaucrats.
3. Procedures for managing differences of opinion

3.1 Allies
A good way of managing difference is to become an ally. Family carers can be allies to disabled / Deaf people and disabled / Deaf people can be allies to family carers.

An ally is a person who is a member of the dominant or majority group who works to end disadvantage by supporting and advocating for the disadvantaged  population. 
Start by identifying what the groups have in common with one another and then move forward with this, recognising differences that need to be managed.
To be a good ally at an organisational level means being a good ally at an individual level.
Disabled people, Deaf people and family carers need allies at an individual level as well as within and between organisations. 
Remember that family carers can also be disabled people
. 
3.1.1. Allies to Disabled People

Family carers’ organisations need to encourage members to be allies to disabled / Deaf people.

A family carer who is an ally of disabled / Deaf people is someone who is ready to
:
a) Supports disabled and Deaf people to take the lead on issues that  affect their lives

b) Recognises that people are disabled by barriers 

c) Actively supports inclusion in the community and opposes segregation

d) Actively supports disabled people’s self organisation from a distance

e) Accepts and celebrates difference and assumes anyone could be a disabled and Deaf person - either now or in the future

f) Doesn’t assume disabled and Deaf people want to talk about their impairment and/or how they manage

g) Doesn’t expect a disabled and Deaf person to speak for the entire disabled / Deaf community

h) Uses inclusive language

i) Has taken time to find out how discrimination works

j) Recognises own prejudices

k) Challenges discrimination even when disabled and Deaf people aren’t there

3.1.2. Allies to Family Carers
Disabled / Deaf people’s organisations need to encourage members to be allies to family carers.

A disabled / Deaf person who is an ally of family carers is someone who
:
a) Recognise that family carers encounter barriers 

b) Assumes anyone could become a family carer - either now or in the future

c) Doesn’t assume that family carers  want to talk about being a family carer and how they manage

d) Recognise that some parents have come to rely on traditional support services and are fearful of their withdrawal

e) Recognise that some family carers work hard to ensure their family member is included in the community and has choice and control

f) Understand that sometimes family carers do want to talk about being a family carer and the issues of concern for them

g) Recognise that family carers believe they have the best interest of their family member at heart

h) Recognise that family carers may have given up having a career in order to be a family carer
i) Don’t expect a single family carer to speak for all family carers
j) Understands that sometimes family carers may have been nominated to speak on behalf of a family carers organisation

k) Understand that different cultures may be related to age and generation.
l) Understand that different cultures about what it means to be a family carer may be related to faith and ethnicity

m) Has taken time to find out how discrimination works

n) Recognises own prejudices

o) Challenges discrimination even when the family carer is not there

Disabled / Deaf People’s organisations need to encourage members to:

a) Not be reliant on family carers to speak on behalf of disabled people

b) Recognise that family carers are a diverse group

c) Recognise that some family carers are well placed on some occasions to speak on behalf of their disabled family member
3.2. Representing each other
First and foremost people in all the groups speak for themselves where possible.

The speaker should always explain whether they are speaking for themselves as an individual, or they be have been nominated to speak for and are accountable to their group.

Some disabled people speak well on their own behalf but may not have experience of the wider issues around equality, inclusion and people with other impairments and so are not well placed to speak on behalf of other disabled people.
Sometimes disabled people will be well placed to speak on behalf of family carers and vice versa.
3.4 Terms of Reference
It is important that partnerships have good terms of reference to include for example:
a) A clear brief from the outset which includes a shared vision of what the situation of disabled / Deaf people and family carers should look like in the future.

b) A shared aim saying what the partnership wants to achieve.

c) A set of mutually agreed objectives, detailing the steps along the way to the partnership achieving its aim.

The original partnership brief must be adhered to, but a formal review should be built into partnership agreements at pre-determined intervals.
Partnership members need to have the authority to make commitments on behalf of the group they are representing.

3.5 Conduct 
Partnerships need to agree a code of conduct which should include for example:

a) We are all equal when we work together.  We should not try to take choice away from other people.  

b) People might not say what they really think in front of their family members.

c) We should not let differences of opinion stop us working together.  

d) We should work to find a way forward together as early as possible.

3.6 Communication
Good communications are essential and the following will assist:
a) Setting up good processes to network and share information.

b) Being open to feedback.

c) Making sure everyone is included

d) Avoiding jargon

e) Providing different formats

f) Not being afraid to say when something isn’t working.
4. Organisations who participated and signed up to this agreement

· B.A.D.G.E

· Breakthrough UK Ltd

· Cheshire CIL 

· Disability Equality North West

· Knowsley Disability Concern
· Lancashire CIL
· Lonsdale District Carers

· Manchester Carers Forum

· Manchester Deaf Centre

· Manchester People First

· Moving On With Life and Learning (MOWLL)

· One Voice

· Pathways Associates CIC

· Salford Being Heard

· Sefton Carers Centre

· Sefton People Fist

· Step by Step Living Network

· Talbot House

· Trafford Carers Centre

C The Report

1 Introduction

1.1 Current social policy environment

Current social policy is that disabled people should have more choice and control over their everyday lives, and that family carers should be supported in their role. There is a push for the wishes of individual disabled people to be at the centre of support. This is sometimes thought of as person centred planning, but this has various interpretations. This theme of choice and control and support for family carers is a thread in the protocol and this background report.
1.2 Reasons for This Agreement
The need for this agreement was identified in a report by Breakthrough UK
 in 2009.
This need is because the aspirations of disabled people, Deaf people and family carers to work together for common objectives and to form effective partnerships will become more and more important due to personalisation and the increasingly reduced resources for social care. 
Some disabled people have found that their views are overshadowed by the views of, and support for, family carers. Meanwhile family carers have felt unsupported and taken for granted. There is a need to find a way of managing what may seem to be opposing views in a way that is acceptable both to disabled people and family carers. Also there is a need to ensure that the voice of one group is not assumed to be also speaking on behalf of the other.
1.3 Where This Agreement Came From

This agreement is a set of standards that disabled and Deaf people’s organisations and family carer’s organisations in North West England have signed up to. Representatives from these organisations came together for a series of meetings during the summer and autumn of 2010 to discuss: 
· ways of working together on areas of agreement; and 
· ways of managing areas of disagreement. 

The agreement aims for innovative ways of working together and improved life chances and everyday lives of disabled people, Deaf people and family carers.
1.4 Limitations of This Agreement
Because of the limited amount of time and resources available to this project, it was necessary to narrow the focus of the work.  Therefore this agreement only covers family carers and not paid carers.  In addition we were unable to deal adequately with the issues surrounding young family carers, parents of disabled children and family carers from BME and other communities.  An additional piece of work would need to be undertaken to further explore these issues.  
Although it is likely that this is the first agreement of its kind, there was limited funding which meant there were not enough resources to carry out a full literature search for previous work in this area.
1.5 Partnership Working

Working in partnership can be defined as the relationship between two or more organisations that are working together to achieve a shared goal.

Partnership working can be formal or informal. Some partnerships are set up on a strategic basis, while others are set up to deal with particular issues or meet local needs. 

Partnerships may work at different levels and so require different ways of working together. An agreement requires co-operation between members; joint projects will require collaboration and good communication while joint services need full integration in order to work effectively. 
Partnerships between organisations may need more formal agreements.

Thought should always be given to the type of partnership that is needed to reach the intended goal. Relationships with organisations and individuals prior to setting up a partnership should also be considered as this may affect the way in which the partnership will work and how good it is.

Working in partnership:

a) helps to build the capacity of organisations and individuals.

b) achieves better value for money through identifying solutions that work for everyone.

c) improves communication between organisations.

d) focuses on improving relationships and mutual understanding.

For partnership working to be effective it is important that the ground rules are set early on. This agreement, by its very nature, is committed to effective partnership working.  All partnerships should use these principles:
a) support equality and encourage representation from diverse groups

b) work in the interests of disabled and Deaf people and family carers

c) have a co-operative and flexible approach to partnership working.
d) ensure that value for money is achieved.
and work toward these by:

a) agreeing realistic, achievable aims and a timetable for the work to be carried out.
b) agreeing the roles and responsibilities of partners from the start
c) making sure that all members bring strengths, skill, experience and knowledge to the partnership.
d) making sure that communication between partners is clear, open and transparent
e) identifying possible risks

f) agreeing clear decision making processes.
g) seeking to reach decisions by consensus.
A successful partnership is also open to new ideas and ways of working and should embrace examples of good practice elsewhere.

2 The Social Model of Disability

The social model of disability has come about as disabled people and their organisations have challenged the traditional view that they are disabled by their individual conditions of mind, body or senses (impairments). The idea came from a group of people with physical impairments in the 1970’s
 and was named by Mike Oliver in 1983
. 

Subsequently some Deaf people have also found this model useful.
People who have impairments are a part of the normal diversity of the population and as such should be taken into account in all areas of life. It is when society does not recognise people with impairments as a normal part of the population that they are excluded and discriminated against - that is, they are disabled by this situation. 

If society were to fully take account of people with impairments there would be no need for 'special' and segregated facilities in employment, education, transport, housing or any other area. 

Throughout the series of meetings between the various organisations that came together to write this agreement, the social model was a useful tool for establishing commonality between the different groups.  One family carers’ representative said:
“Before we started this project, I used to look at other disabled people and think to myself ‘well it’s OK for them because, even though they’re in wheelchairs and can’t walk they can still think for themselves - unlike my son.’  But after all of the conversations we’ve had, I’ve realised that they still face barriers and have to fight to get the right support just like I have had to.”

3 Similar Experiences 
The first issue discussed by the representatives from the different organisations in the meetings was the similarities between the different groups.  It was agreed that all of the groups represented had the following in common: 
a) Recognition that people with impairments are disabled by barriers in society and, by association family carers also experience discrimination too.
b) Acknowledgment that Deaf people have restrictions placed upon them in a society that does not under their linguistic and cultural status.
c) A recognition of the general lack of understanding within society about the realities faced by the represented groups.
d) A recognition that the represented groups encounter many barriers to gaining paid, meaningful employment and require flexible working conditions.
e) Recognition of the hugely important role that peer support can play for all of the groups.  However it was also acknowledged that there are times when, for example, a family carer would want peer support from another family carer as opposed to a disabled or Deaf person (and vice versa).
f) Problems getting recognition - for example a person can be both disabled or Deaf and a family carer, but may experience difficulties in getting the authorities to recognise this.
g) People in all of these groups can have feelings of isolation and desperation.
h) A recognition that there is a general, unhelpful perception within society that disabled people and Deaf people need to be ‘looked after’ and therefore must be accompanied by a carer, paid or otherwise.

i) Agreement that the word ‘user’ has negative connotations.
j) Difficulties dealing with professionals, getting access to the right equipment and services and having to fight bureaucracy.
k) Restricted choices available to them and a lack of support to make informed choices.
l) A difficulty in obtaining and accessing relevant, useful up-to-date information
m) A belief that there is a difference between caring for someone and caring about someone.
n) Recognition that a family carer and a disabled person who live together will need some quality time away from each other occasionally.  It is important that both have choice and control over how they spend these breaks.
o) An acknowledgement that family carers can be taken for granted as providers of free or cheap support by Government.  As well as putting a strain on family relationships, this can negatively impact on the opportunities available to the family carer and restrict the options open to their disabled family member to live independently.  A fear was expressed that the government’s Big Society agenda will place further expectations on family carers to provide unpaid support that the state currently provides.
p) An awareness that family carers can become reliant on the income from their relatives’ disability benefits, which in turn can lead to them putting up resistance to their relatives leaving home to live independently.
q) An acknowledgement that parents of disabled people and Deaf people can be over-protective at times and it can be hard for them to let go of their son or daughter as they become adults
r) Recognition that hearing parents of Deaf children may not understand the importance of learning British Sign Language and Deaf culture.

Together all these points indicate that there are many similarities in the issues faced by the groups and that there is a great deal of scope for working together.
4 Different Outlooks

The representatives from the different organisations discussed the areas where there are differences between the different groups: 

a) Whilst all of the groups require the same types of support services, such as information, advocacy, peer support etc, there may be times when someone needs support from within their own group.  For example a disabled person may want support and advice on how to manage their personal assistant from another disabled person who is already doing this. This raises issues for user led organisations providing the same services to both disabled people and Deaf people and family carers.
b) Disabled people’s or Deaf people’s organisations and family carer’s organisations are often in competition with each other for the same contracts and services.  These situations are imposed by local authority funding and commissioning structures.  When representatives from the different organisations compared notes, there appeared to have been times when one group had been played off against another to the benefit of the local authority.  Therefore there are clear advantages to all of these groups working more closely together in a coordinated approach.  
c) There was disagreement about the use of the term ‘vulnerable’ to describe disabled people.  Some of the representatives from family carers’ organisations argued that disabled people are made vulnerable by their impairments.  Representatives from disabled people’s and Deaf people’s organisations thought that people are made vulnerable by a number of different factors pertaining to their situation. The Equality and Human Rights Commission note that: 

“The term ‘situational vulnerability’ describes how the motivation to perpetrate acts of targeted violence and hostility against disabled people may not always be triggered because of wider factors which prevent it. For example, the degree of control an individual is able to exert over their own lives, their contact with family and the wider community or the social and economic conditions in their immediate area are all factors influencing the levels of risk they face.” 

d) A recent incident was related where, at a consultation meeting about the development of a local Centre for Independent Living, a group of family carers had demanded representation on the board of this disabled people’s organisation but were opposed to disabled people being represented on the board of their family carers’ organisation.  

e) Some of the representatives from family carers’ organisations expressed the view that having representation from disabled people (particularly people with learning difficulties) on the management boards of organisations can be tokenistic. Representatives from disabled people and Deaf people’s organisations disagreed saying it can be a meaningful role if there is commitment to it. 

f) Disabled people and Deaf people expressed the view that providing choice and control to family carers may limit the choice and control available to the person they are supporting and vice versa. 
g) One of the four basic assumptions underpinning the philosophy of independent living is that “anyone, whatever their impairment, is capable of making choices”
.  However some of the representatives from family carers’ organisations disagreed with this viewpoint during the discussion as they believe that some people are not capable of making any choices.
h) Different views were expressed around who has the right to speak on behalf of disabled people and Deaf people.
Summary

Overall there was a recognition that all of these groups need to give each other more recognition and work together.  It was agreed that the last four issues needed to be explored in more detail at the following meeting. The discussions from that meeting are documented in the next section. 
5 Issues to Be Considered 
5.1 Choice and Control
Putting People First
 states that: 

“Family members and carers [are]to be treated as experts and care partners other than in circumstances where their views and aspirations are at odds with the person using the service or they are seeking to deny a family member the chance to experience maximum choice and control over their own life.”
However there is little guidance available around how to manage situations where a disabled / Deaf person and their family carer have differing views about the disabled / Deaf person’s future.  
If a disabled or Deaf person is reliant on their family carer for essential day to day support then there will be times when one party will have to compromise in order for the other to do what they want to do.  Such situations are less likely to happen where there is a paid personal assistant/support worker providing support, as there are different dynamics involved in receiving paid support and receiving support from a family carer.

In addition, there was a feeling that hearing family members of Deaf people may not give all of the information when interpreting for their Deaf relative.  Hearing family members may not accept being Deaf as a valid status and so may also tend to favour medically based solutions such as cochlear implants over learning British Sign Language.
Also, it is important to consider the option of choice for the Deaf or disabled person with the type of support/care they would prefer. It is important that once a support role is established the Deaf or Disabled individual must be comfortable within these dynamics.

There was a common feeling amongst all of the groups that the unpaid support from family carers gets taken for granted. Local authorities tend to see this as a cheap option and not offer other sources of support to enable the disabled person to have some independence and the family carer to take a break.  People felt that the amount of support available from the local authority depended on where someone lives and the eligibility criteria applied by that local authority.  It was agreed that:

· A family member should not be put in the position by their local authority of having to provide support to a disabled or Deaf relative if they do not want to do this.

· A disabled or Deaf person should not be put in the position by their local authority of having to rely on support from a relative if they do not want this.

Similarly there is often an expectation that Deaf people will have hearing family members who will interpret; this is also viewed by public bodies as a cheap option instead of paying for a qualified BSL interpreter.

In addition disabled people need to be in control of developing their own support plan, with support if required. They can prioritise their own wishes and aspirations putting themselves at the centre of the support provided for them. This is the principle behind the Right to Control
 whereby disabled people will have more control over their individual budgets. Also the UN Convention on the Rights of People with Disabilities
  promotes choice and control.
This will help to maximise their choice and control and should free up their family carer.
There is agreement amongst disabled people, Deaf people and family carers that Local Authorities and other public bodies have too much control over their lives; therefore public bodies also need to be aware of this agreement.
5.2 Speaking On Behalf of Others
This was a highly contentious issue and the eventual consensus was that whether or not it is acceptable to have someone speak on behalf of somebody else depends upon the situation in question.  

6.2.1. On an individual level it was thought that:

· It is always best if people are to speak for themselves as far as possible.  In order for this to happen it is important that people are given the time and space to do this according to their individual requirements.  
· There is a difference between providing advocacy to enable someone to put their point of view across and speaking on their behalf.  It is always better to support a person through advocacy, rather than speak for them in so far as this is possible.  

· Where someone is going to speak on behalf of another person this should have been agreed with this person beforehand.  

· There may be occasions when a disabled person is better placed to speak on behalf of another disabled person rather than their family carer.  For example, a disabled person may feel more comfortable to express their sexual needs through the support of a peer advocate as opposed to their parents.

· If family carers are over protective this can make it very difficult for the disabled family member to say what they want and need.  

· There needs to be investment in enabling disabled people to be better informed and speak up for themselves.  
· It is important that there is a change in culture so assumptions are not made about what people can and cannot say for themselves.
· People’s wants, needs and views are not static and can shift over time; however this is not always recognised by authorities.  
6.2.2. At an organisational level it was thought that:

· The issues relating to individuals also apply at an organisational level, with additional points.

· Disabled people, Deaf people and family carers each need their own collective voice.  
· That these collective views should be expressed by someone from the respective groups.
· There is a role for advocates to support disabled people to speak up in meetings.

5.3 Everyone Can Make Choices
There was a lively debate amongst participants around the extent of which everyone is capable of making a choice is true.  It was thought that:

· Everyone has the right to make choices for themselves; however the right information and support needs to be available.
· There is a need for disabled people and Deaf people’s organisations and user led organisations to provide good, accessible information to disabled people and Deaf  people to enable them to make informed choices.
· It is important to spend time getting to know how a particular person communicates, for example how they communicate yes or no, if they are going to be supported to make choices.
· The law can be used to support people’s right to make choices through the Mental Capacity Act
 which requires that an assumption is made that people can make their own decisions unless established otherwise, even if their decision may seem unwise.
· Often people assume that choices are about big, life changing events.  However every minute of the day we all make lots and lots of small choices such as what to have for lunch, what to wear, when to take a break etc.  One participant who is a family carer disputed whether his son was capable of making choices due to the extent of his impairment.  However through the course of the discussion he recognised that by, for example preferring to eat certain foods and not others, his son was making choices for himself.
· Fear was expressed about disabled people making decisions that could potentially put them at risk of harm.  However it was also recognised that taking risks is an important part of life.  It is important to reconcile these factors through coming to an agreement about which risks are acceptable as part of life and which risks are really dangerous and should be avoided.
· It is important to recognise that, due to thecurrent economic climate (winter 2010), by relying more and more on unpaid family carers to plug the gap left by cuts to social care budgets, is restricting both disabled people and family carers ability to have choice and control over their lives.
Summary

When any choices or decisions need to be made regarding the disabled person’s wellbeing it is important to consult with them, ensuring all information is made accessible. Furthermore, what must be taken into consideration is; to what extent does the impairment impact upon a person’s capacity to understand. Once this has been looked into a suitable approach to supporting people in choice/decision making can be arranged.

5.4 Representation on Boards of Organisations
There was a vigorous discussion amongst participants about the importance of disabled people being represented on the management boards of organisations.  It was thought that:
· Disabled people’s organisations and user led organisations exist in part to put forward the views of the disabled community.  This can only happen in a meaningful way if disabled people have the final say in what the organisation does at a board level.  

· It is more common for deaf people to be on boards with Deaf led organisations rather than other Disabled People’s Organisations or on User Led Organisations because of the language access issues.   
· In some organisations disabled board members are listened to, but in others they are just there to tick boxes.  
· In some organisations the nature and extent of your impairment determines how much you are listened to.
· There were debates around whether family carers are best placed to represent disabled family members who don’t use speech.  Some disabled participants put forward the view that their  experiences as disabled people are unique and therefore there will be some situations when disabled people are better placed than family carers to speak on behalf of other disabled people regardless of impairment.
· Sometimes disabled people on boards are not listened to because they are not saying what non-disabled board members want to hear.

· Time can be a barrier to people with learning difficulties meaningfully participating on management boards, as can the legal responsibilities of board members.

· There is a need for minimum standards around providing for the access needs of board members.
· Percentages of disabled people and family carers on management boards need to be fixed in the constitution of the organisation to ensure that the lived experience of being disabled informs all decision making.
5.5 Recommendations

General principles:
a) It should always be accepted be that disabled people are the best people to speak for themselves and the issues faced by disabled people.
b) Family carers should speak about their specific experiences and issues 
c) It should always be accepted that family carers need their own support and groups that are separate from disabled and Deaf people’s groups.
d) To allow family carers, disabled and deaf people to speak for themselves, appropriate access requirements should always be put in place, i.e. BSL interpreters must be booked for Deaf people.

e) All groups need to make sure that the views and recommendations they put forward do not take choice and control away from others.
f) The term “user” should be avoided
In all settings on an individual level:

a) It should be assumed that everyone can make their own choices.

b) It may be acceptable on occasion for a family carer to speak on behalf of a disabled person and vice versa.  However if this is to happen then it must have been agreed between the two parties beforehand and neither should dominate the other nor put forward a view that the other does not agree with.  

c) When someone cannot speak or use alternative communication methods, the people who know them best might be best placed to put across their views.  However where a deaf person is involved in consultation and uses BSL, an interpreter (not family member) should be booked to facilitate communication, unless otherwise requested.
Policymakers and commissioners need to:

a) Recognise that a User Led Organisation can, in theory, include anyone who uses a public service.  Therefore they should seek clarity on how decisions are made and make sure that the views of disabled people, Deaf people and family carers are still heard.
b) Recognise that representatives from family carers’ organisations speak for family carers and not for disabled people. Likewise representatives from disabled people’s organisations speak for disabled people and not family carers.

c) Therefore self assessment questionnaires and other methods of determining the amount of support a person receives must be accessible to all – for example, text must be translated if necessary, jargon must be clarified and information should be made visually accessible.  Providing these assessments in various formats will ensure people with different levels of ability can access information.
d) There is also a need to provide more training opportunities in British Sign Language for family members of Deaf people and people who are paid to support Deaf people.  
e) need to take account of whether both parties are willing for informal unpaid support to be provided by a family carer, family members should not be put in the position by their local authority of having to provide support to a disabled or Deaf relative if they do not want to do this.

f) A disabled person should not be put in the position by their local authority of having to rely on support from a relative if they do not want this.

6 Appendix I: Terms of Reference Template

1. Name of sub group:

2. Purpose of the sub group:

(to advise on . . . . ; to scrutinise . . . . : to monitor . . . ; to report to . . . . ; to decide. . . . . ; etc)

3. Powers:
 (e.g. what decisions should be left to staff / what decisions should the subgroup make / what should be referred to the Board)
4. Reporting to the Board: (who, how, what on)
5. Lead Board member:

6. Lead staff member:

7. Quorum: (e.g. 2 Board members, one staff)
8. Frequency / timing of meetings: (e.g. midway between Board meetings / monthly / etc)
7 Appendix II: Code of Conduct Template
1.
 Understanding the partnership Code of Conduct


The Code of Conduct is an agreement between all the partner organisations that spells out the standards of behaviour expected from all participating organizations and their staff/board members.
All partners will be expected to sign up to the code when they join the development partnership group. 

2.    
General principles


This code of conduct sets out the expectations placed on partners participating in the partnership. There is an expectation that the conduct of all those engaged in the governance and management of the project reflect the principle of collaborative working including:
Mutual respect and trust
a) Every individual has a responsibility to work to these principles and point out to others if they are not doing it

b) Treat everyone with respect.

c) Listen to different opinions.

d) Respect and value our differences

e) It is alright to disagree with an opinion

f) Respect people even when we disagree 

g) Recognise that we all share the common goal of improving the lives of disabled people, Deaf people and family carers.

h) Recognise that we can all make our own choices.
i) Professionals must respect our work and value what we do.
Inclusion

a) Everyone is welcome
b) People should feel able have their say.

c) Inclusion is more than just being present.

d) Hold meetings in accessible venues at suitable days/times.

e) No jargon - use words we can all understand.

f) Challenge and remove the barriers that stop disabled and Deaf people being included.
g) Have a sign language interpreter at meetings where Deaf people are present.

h) Everyone should make the effort to learn some British Sign Language.
i) Use advocacy when someone feels they need help to express their point of view.
Being Open and Honest

a) Share information.

b) Be open to suggestions and criticism.

c) Make it known that results can take time.
d) Decision making procedures must be transparent.

e) Be truthful and realistic about what can and can’t be achieved.
f) Always ask if you don’t understand something.

g) Be honest, even if it’s not always good news.

h) Don’t be scared to challenge the bureaucrats.
3.
Partnership values


All partner organizations agree to abide by the following fundamental values that underpin all the activity of the project. 


Accountability

All work undertaken by members of the group will be able to stand the test of scrutiny by the public, the media, charity regulators, members, stakeholders, funders, Parliament and the courts.


Integrity and honesty.

These will be the hallmarks of all conduct when dealing with any of the other partner organisations and equally when dealing with individuals and organizations outside of it. 

The partnership member organizations commit to ensure all their personnel involved in the partnership are operating to the highest standards of personal and professional integrity.


Transparency

The partnership will strive to maintain an atmosphere of openness in all our work in order to promote confidence of the public, stakeholders, staff and the organizations we are seeking to influence.
Legal compliance

All work undertook by or on behalf of the partnership must not break the law or go against any charity regulations / guidance pertaining to joint working.

Equal Opportunities

The partnership group will operate as an equal opportunities forum at all times. Any partner organization acting in an oppressive or discriminatory way will be challenged and in extreme circumstances, may be required to leave the group.
4.
Supporting the partnership


Partner organization staff and board members should show respect for each other and behave in a professional and courteous manner, ensuring reasonable adjustments are taken into account to ensure all participants can be involved in decision making processes to the best of their ability.


The partnership group operates collectively and corporately and no individual partner organization or their representative has the right to reprimand or criticise the decisions of the partnership. 

Differences of opinion between organizations will occasionally exist and wherever possible the partnership group meetings will try to reach a consensus. However, it is recognised that this is not always possible.  


After a democratic decision has been made, all partnership group members are expected to support the majority decision of the group and not to voice any opposition about a decision outside of meetings to the key partners we are trying to influence.

All partner organizations will ensure their staff strive to act in the best interests of the partnership when promoting the work of the partnership to other organisations.

Any conflict of interest, or any circumstance that might be viewed by others as a conflict of interest, must be declared as soon as it arises and all partners agree to work within the collective judgment of the partnership group regarding finding compromises / solutions to potential conflicts of interest.


Members of the partnership group should not speak to the media or in a public forum about the joint decisions of the group without informing the partnership of their intention to do so. Any comments will reflect the decisions made by the partnership group and not personal views.


Wherever possible, all partners will adopt an approach that signifies a shared and joint vision of the work undertaken by the partnership to the external world. 

If any partner organization feels so strongly about a particular issue then they should resign from the group and be free to argue their case independently as they wish.

5.
Personal or organizational gain

All the partner organizations agree not to use information gained at the partnership meetings to seek independent funding to the gain of their own organization where this will have a detrimental impact on the success of the partnership.
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