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Present

Scotland Committee Members:
Di Airey

Bob Benson 
Ronnie McDonald

Angela O'Hagan
Alastair Pringle
Disability Committee Members:
Saghir Alam
Alun Davies  (Deputy Chair)
Sally Greengross  (Commissioner, ex-officio) (item 3, by video link)
Andrew Lee
Diane Mulligan
Liz Sayce
Mike Smith
Invited guests:
Margaret Allison  (Scottish Government Equality Unit) (item 2)
Jim Elder-Woodward, Convenor, Independent Living in Scotland Group (item 2)
Hilary Third,  Scottish Government Equality Unit  (item 2)
Staff:

Nonie Benson (Disability Programme Officer)
Neil Crowther (Disability Programme Director )
Heather Fisken (ILiS Project Manager)
Ros Micklem (National Director, EHRC Scotland)
Chris Oswald (Head of Policy & Parliamentary Affairs, Scotland)
Rosemary Palmer (Commissioners Office - Minutes)

Thelma Stober (Director, Corporate Law and Governance)

Agenda Item 1 - Welcome, introductions and apologies for absence
EHRC/JSD2/1.1

Bob Benson, member of both committees, took the chair and welcomed everyone to the meeting.   Morag Alexander, Commissioner for Scotland and the Chair of the Scotland Committee, was unfortunately unable to attend and had asked Bob Benson to chair in her absence.     Introductions were made.    Other apologies had been received from  Christine Cnossen and Rowena Arshad, members of the Scotland Committee.  
Agenda Item 2 -  Independent Living in Scotland
EHRC/JSD2/2.1

Jim Elder-Woodward (Convenor of the Steering Group), Heather Fisken (Project Manager) and Chris Oswald (Head of Policy and Parliamentary Affairs in Scotland and the sponsoring team for the ILiS Project) together described the start, progress, and future plans of the Independent Living in Scotland (ILiS) project.  The Disability Rights Commission had responded to the UK report on the ‘Life Chances of Disabled People'  by producing a policy scoping paper and, along with others, giving evidence to the Scottish Parliament’s Disability Inquiry. The ILiS project was launched in response to the Inquiry’s recommendations and was part of a wider 'three-pronged' approach in partnership with the Scottish Government and local government. Jim described the state of the disabled people’s Independent Living Movement in Scotland at this time including issues with capacity.  Heather described the definition of independent living adopted by the project and the involvement of disabled people in the ILiS Steering Group which guides the project activities.  She also set out the workplan for the project up to March 2011 when grant funding from Scottish Government ceases.  

EHRC/JSD2/2.2

Key policy priorities for disabled people included housing and transport.  The project was working with grassroots partners to deliver outreach events for disabled people.    It was also recruiting and supporting Independent Living Ambassadors  to inspire other disabled people to be aware of their rights and to act for change.   The project would also set up and support a small number of 'co-production' pilots to advocate for new ways of achieving meaningful change. Preparations would start shortly for a 'Festival of Independent Living' in 2010.

EHRC/JSD2/2.3

From the perspective of the Scottish Government, Hilary Third of the Equality Unit said that it had taken a long time to get to the point where the Scottish Government’s approach was ready to move forward.  The members of the ILiS project Steering Group had been very influential in this.   The Government's support for  independent living was genuine and it wanted to broaden the base of involvement within Scotland. 

EHRC/JSD2/2.4

The ILiS Project had support from COSLA (Convention of Scottish Local Authorities) and the Scottish Government now had a secondee from Edinburgh City Council on the team to work with all local authorities.   The Chief Executive of the NHS in Scotland was ready to take a leadership role.  

EHRC/JSD2/2.5

The Scottish Government’s Independent Living  Core Reference Group was chaired by a senior person in the Scottish Government, the Director of Housing and Regeneration, thereby enabling progress across the board at a senior level.  The Group had a good balance of disabled people and policy makers which helped to ensure that  issues were well articulated and strategy was being developed.   The meetings in December and January would focus on signing up to the 'Vision Statement', a training day for all members and developing a workplan for the public sector for the first year.

EHRC/JSC2/2.6

The Chair thanked the speakers for an interesting and informative presentation.   He invited comments and questions.    The following points were made:

· how  did the project  ensure that people with a learning disability could fully participate, with provision of documents in Easy Read being a priority?    An assurance was given that the ILiS project was actively addressing the inclusion of people with a learning disability and that they were represented on the Steering Group by People First Scotland.

· it was an exciting programme and very satisfactory that all the structures  were working together well.   In England, it was much harder to achieve that degree of co-ordination.  It was likely that Wales could benefit from Scotland's approach when they started work in this area.  In fact, the ILiS project team was already in touch with Disability Wales and realised that in England, it needed to build links with the Department for Work and Pensions and the Department of Health, as well as the Office for Disability Issues.  

· was it necessary to pass new laws to oblige people to act? In fact, this was not the case.  Scottish and local government had worked together to agree basic principles and so far new legislation was not necessary.  In addition, funding independent living was often cheaper overall than the previous type of segregated provision.   The project Policy Officer was monitoring developments on welfare reform and social care reform to see how it might affect their work. 

· considering how the work might have been approached differently, Hilary Third said that now the Government was enthusiastic about acting quickly, it was important to ensure that developments in Government and in the independent living movement kept in step.  

· what was ILiS doing about approaching  disabled people in 'seldom heard' groups, eg BME groups where the 'social model' was unknown?   The Project Manager said that they were aware of the needs of different communities and the role of 'gate keepers' and were preparing to deal with this. The new Independent Living Ambassadors could help address this situation.  

· Did the project fund other groups directly to promote capacity building, or did it concentrate on various training initiatives?  In reply, the Project Manager said that the ILiS project was not authorised to give grants, so it carried out a lot of training instead. 

· It was interesting that the EHRC as a 'regulator' could use the method of co-production.  Might it be possible for it to use this method when working in other areas?

· The 'portability' of care packages across local authority boundaries was a particular barrier to independent living.

· Another key point was the need within employment for disabled people to have career progression and reduce the pay gap between disabled and non-disabled people. 

· The choice of language was important. Some disabled people thought that independent living meant they would be forced to live on their own without support.   This was why the two Centres for Independent Living (CILs) in Scotland changed their name to Centres for Inclusive Living. It was noted that the Disability Committee had discussed the concept and practical implications of Independent Living at previous meetings.

· It would be useful to consider the rights enshrined in the UN Convention and wider aspects such as how funding was provided for IL, and ageism in public service provision.
EHRC/JSC2/2.7

The Chair thanked everyone for an illuminating and informative discussion. 
Agenda Item 3 - End of Life Issues
EHRC/JSD2/3.1

Members of the Committees had received a copy of the EHRC Scotland discussion paper : 'Equal to the End?'   on which this agenda item would be based.   The Chair  welcomed Commissioner Sally Greengross, an ex-officio member of the Disability Committee, to the meeting. She  was able to attend via the video link at the London Office.   He noted that the Scotland Committee had not yet formally discussed this subject at a Committee Meeting.   He invited the Director, EHRC Scotland, to describe the origin of the discussion paper.
EHRC/JSD/3.2

The Director explained that the public debate, which was in  'Question Time' format, was one of a planned series of debates on controversial issues, linked to the debates in the Scottish Parliament. It took place in March 2009 and was designed to air different views and feed into the public political debate.   A bill initiated by Margot McDonald MSP was at an early stage in  the  Scottish Parliament.  The EHRC wished to facilitate discussion rather than take a definitive view at this early stage.  
EHRC/JSD/3.3

The Chair thanked the Director for this introduction and opened the meeting for discussion.   First, he asked for the views of Disability Committee members.  These were as follows:  
EHRC/JSD/3.4

One member of the Disability Committee said (and this was agreed by other DC members) that in principle he was against assisted suicide.   The EHRC should investigate whether there was an absolute right to chose death, even in the absence of a terminal illness, and should explore the wider issues which would involve consideration of the checks and balances should such action ever become legally permissible.  
EHRC/JSD/3.5

The same member of the Disability Committee said that while numerous surveys had been done to gauge public opinion, the questions were often poorly worded with simplistic yes/no questions.   The results of such surveys were often distorted by media coverage and the generally negative perception of disability in the media.  
EHRC/JSD/3.6

If British society respected all human lives equally  regardless of impairment,  a right to assisted suicide might be desirable in some circumstances.   However, in the current environment of continuing prejudice, such a development would not be advisable.   He appreciated that there were two sides to the debate but at this stage it was most appropriate for the EHRC to be neutral and tease out the issues.
EHRC/JSD/3.7

A second Disability Committee member agreed that it was a huge topic and it was better to try to establish guiding principles.  It touched on key areas such as one's view of equality, human rights, discrimination and independent living. Consideration could be given to an informal facilitated session on this topic at a Board Meeting.    It would be unlikely that the EHRC could form a common view on such difficult issues.  Disabled people might feel under pressure  from family members to die.  The EHRC should  not take sides in the debate but help inform it, especially as the role of the EHRC was to promote good relations.   Until there was no discrimination against disabled people, it was not advisable to legalise assisted suicide.
EHRC/JSD2/3.8

A third Disability Committee member referred to the report 'Death by Indifference ' which described the medical neglect of various patients with a learning disability in hospital.  The continuing high abortion rates where a pregnancy was known to have a diagnosis of Down’s Syndrome showed that prejudice was still significant.  The public had a poor understanding of human rights, equality, choice and control, and the media tended to focus on bad news.   More should be done to support disabled people to lead a better quality of life, not to bring their lives to a premature conclusion.  This was particularly important in the area of learning disability and mental health. 
EHRC/JSD2/3.9

A fourth member of the Disability Committee  had attended the Expert Committee meeting of the UN Convention on Human Rights in Geneva recently.  There had been a discussion on legal capacity  which she had found disappointing, as it had not dealt with certain thorny issues.   It had been decided to commission a special report on legal capacity issues as a result.  There was a great deal of debate internationally amongst disabled people on these issues. Sometimes, although advocacy could be supplied, it could not be carried out. 
EHRC/JSD2/3.10  
The same member said that in a report by the BMA, examples of disabled people were chosen that gave the impression of a very poor quality of life.   The way medical staff had reacted to Jane Campbell being taken ill was well known.   She had strongly resisted the placing of a 'Do Not Resuscitate' notice on her bed that had been done without consulting her.  
EHRC/JSD2/3.11
The same member shared reflections based on a recent visit to Stoke Mandeville Hospital, where she had discussed the case of the young man who was seriously disabled as a result of a rugby match. His  case had been widely publicised as he had travelled to the Dignitas clinic in Switzerland in the company of his parents in order to end his life there.  She thought that after talking to his doctor about the case, it was clear that the boy had already decided he wanted to die, though he was not terminally ill, as his life was now so different.   He had tried to kill himself three times while at Stoke Mandeville Hospital.   This showed that it was a complex area and her view on the matter had been affected as a result.
EHRC/JSD2/3.12
The Chair invited Commissioner Sally Greengross, ex-officio member  of the Committee, to give her views on the matter.
EHRC/JSD2/3.13

The Commissioner said that she should declare that she was a patron of a network of medical ethics committees  and had worked with older people most of her life.   This was a very complex area.  Her view now was, after many years of working with older, mainly disabled people,  that she was in favour of assisted dying for terminally ill people  who wished it, who were very near death and were of sound mind.  No-one must be encouraged to die against their will, particularly not by doctors or those who were prejudiced against disabled people.  Most people who were terminally ill were also disabled, and would need assistance if they wished to die, as they would need assistance in other ways.   It was lawful to commit suicide but some people were physically unable to do so.  In some cases, people faced an agonising death which it was not possible to soften through palliative care.   Even in a hospice, most cancer patients received pain relief  which sometimes hastened their death.   This treatment was medically justified through the doctrine of 'double effect'.    She thought that for assisted suicide to be permitted,   the person must have a terminal condition, must have less than six months to live and be of sound mind.  Such a person should be able to request help in achieving a good and peaceful death.  
 EHRC/JSD2/3.14
She agreed that negative attitudes on the part of medical staff or  society and the media at large were unacceptable. If legalisation of assisted suicide were to take place under certain circumstances, it would be essential to build in many safeguards for disabled people, so they were not placed under pressure.    She was not sure that the EHRC could ever take a firm and detailed view on this, but would be better employed in 'rising above the debate'. She said that it would be necessary for people to have as much information as possible and make their own decisions.  If the EHRC did not take a particular view  in the early stages, it might be forced to take a position if any human rights legislation or cases arose.   She accepted that most disabled people  did not agree with her but thought that a large proportion of the British population were in agreement with her views.
EHRC/JSD2/3.15
A fifth member of the Committee said that he strongly disagreed with the views just outlined.  Each side of the debate could use opinion polls to support their case, so it was best to disregard these. The EHRC should avoid taking a definitive position for as long as possible, as society was divided on this matter. Even concerning the views of disabled people, it was difficult to say what the overall opinion was.  Some organisations of disabled people held one view and some another.  
EHRC/JSD2/3.16
He said that in his view, the role of the EHRC was to facilitate or contribute to a debate.   The whole EHRC should respond to this, not just the Disability Committee.   It might be helpful to organise another debate at which all views were represented.  It was true that eventually legal challenges might force the EHRC to adopt a particular view on certain issues.  

EHRC/JSD2/3.17
The sixth member of the Committee said that this was a difficult subject.  His view was that medical decisions were often not based on clinical needs but on costs and resources.   If there were sick or disabled children from a BME background, their parents might well come under pressure to agree to cease treatment.   Medical staff often did not understand the principle of disability equality and there was therefore a need to safeguard disabled people. 
EHRC/JSD2/3.18
Another member added that though some of Commissioner Sally Greengross's concerns resonated with him, the difficulty was at what stage the decision would be made.  There was prejudice against older people too. Safeguards were needed.  

EHRC/JSD2/3.19
The Director, Disability Programme, said that from a Human Rights perspective, the State must protect the right to life, and also prevent 'degrading treatment'.   The 'right to autonomy' must be considered.  Was it legitimate for those who could not end their own life to request assistance from others to do so?  One principle which disabled people maintained was that all people were equal. 
EHRC/JSD2/3.20
The ex-officio member for Wales said that such a decision  had importance not only for the individual but  had an effect on society as a whole.  A change in the law might affect people's views on health generally, and attitudes towards doctors and pharmacists.  Such a psychological change might damage relationships.   She agreed with others that the EHRC's role was to encourage debate. It would be damaging for a vote to be taken at Board level.  One result of this might be that it would hinder the EHRC's ability to intervene in specific legal cases.
EHRC/JSD2/3.21
The Chair then invited members of the Scotland Committee to comment on this issue.    The following points were made.
EHRC/JSD2/3.22
One Scotland Committee member said that in her view, there should be a range of views. What were the lenses through which the debate was being perceived? How real were the various choices facing individuals? What legal rights existed for individuals?   What points needed to be clarified in terms of legal responsibility and mental capacity? It would be useful to draw on the work of the Disability Rights Commission on this area. When discussing these matters, it would be important to avoid emotional language and subjectivity, and also to address the hidden issues of resourcing.  
EHRC/JSD2/3.23
A second Scotland Committee member said she was concerned that if the EHRC did not have an agreed policy, that it would be in a difficult position if called upon to make a legal intervention. 

EHRC/JSD2/3.24
A member of the Disability Committee commented that while it was important to remember the general Human Rights framework,  the rights of disabled people and older people should also be remembered.

EHRC/JSD2/3.25
Another member of the Scotland Committee  said that age discrimination still existed in the NHS.  There also still needed to be a debate in the NHS  on 'quality of life' issues.  


EHRC/JSD2/3.26
A member of the Disability Committee suggested that as the matter was of such importance, it should not be allowed to fall into limbo. Consideration should be given to it being discussed at a joint meeting of the Board and the three statutory committees.  

EHRC/JSD2/3.27
The Chair invited Commissioner Sally Greengross to add any further remarks.   She said that she appreciated how members of the Committee had listened to her views, though they were largely divergent from their own.   She thought that if a terminally ill disabled person is unable to take their own life when they wish to, that that is in effect discrimination against disabled people.  She appreciated that if there were a change in the law, medical staff and others must have the right to opt out of such procedures on grounds of conscience.  

EHRC/JSD2/3.28
The Chair noted all the views expressed in the session.  He said that his own views changed from time to time depending on the arguments presented, which demonstrated the complexity of the issues. There were several important strategic issues involved, such as the definition of quality of life, independent living etc.   The Chair thanked everyone for their thoughtful participation.   
Agenda item 4 -  Other items
EHRC/JSD2/4.1

The Deputy Chair, Disability Committee, thanked members of the Scotland Committee and staff of the EHRC office in Glasgow for hosting this meeting and dinner the previous evening.  The discussions had been helpful and productive.      He noted that early in 2010 it was planned to hold a joint meeting of the Disability Committee and Wales Committee.  He also said that as members of the Disability Committee were already aware, he was standing down from the Committee at the end of December.
EHRC/JSD/4.2
There being no other business, the Chair thanked members for their attendance and declared the meeting closed at 12.15  pm.

Contact on minutes:    Rosemary Palmer, Commissioners Office
rosemary.palmer@equalityhumanrights.com
tel 020 3117 0224
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