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A Time to Live a Time to Die

Inclusion Scotland recently held a Policy Forum on the emotive subject of legalised suicide following MSP Jeremy Purvis’s motion to debate such a bill before the Scottish Parliament.

Inclusion Scotland felt that disabled people have the legitimate right to have their voices heard on such a controversial topic.

Dr Ann Wilson, Convenor of Inclusion Scotland, welcomed the speakers and delegates who attended the event on Friday, September 24.  Jeremy Purvis then outlined his reasons for bringing the subject to the fore, whilst noting that ‘legally assisted suicide’ is a difficult subject to legalise but, nonetheless, he feels that parliament has to address the issue in a mature way. 

Mr Purvis admitted that he did not have direct family experience of end of life issues but that he has for a long time considered the issue of this own mortality – as a result of reading the work of Ludovic Kennedy.  He also said that he has had an advance directive for approximately 15 years.

Suicide has never been illegal in Scotland but assisted suicide is only legal in the Netherlands, Switzerland, Belgium and the state of Oregon in the USA.

Mr Purvis’s consultation paper is based on the Oregon statute which allows an individual with a terminal illness with prognosis of death within six months to seek medical support (medicine) to end their life.  

A Time to Live, A Time to Die

Mr Purvis said he believed that Inclusion Scotland’s Policy Forum provided an opportunity for him to listen to others views on the subject.

The next speaker was Peter Brawley of the Scottish Personal Assistants Employers Network (SPAEN).  Peter introduced himself as a 57 year old with an incurable muscle wasting disorder, with which was diagnosed 27 years ago.

He is also a Project Manger, husband, politically active an a company director.

He said he sees euthanasia as the pimple on the bum of humanity.  And that underlying the issue is a ‘cauldron of inequality’ with people being discriminated against.

In his opinion legally assisted suicide is a string enabling people to make value judgements against a disabled person.  

Mr Brawley said as disabled people we deserve the right to live.  He said, “We are all Jock Thampson’s bairns and people should be allowed to maximise their potential without coercion.”

A contrasting view was provided by Mrs Alice Watson from the organisation Friends at the End.  She said her organisation believes that everybody has the right to choose how they die.  But that most people die in hospital attached to machines.  

She said that we need to look at the facts of death, few people pass away peacefully and all death is different.

She claimed that Terminal Sedation is no different to euthanasia, it is just a show euthanasia and in many cases euthanasia already takes place but doctors decide what is the patient’s choice and a new law would allow patients choice.  
The final speaker was John Sweeney form the Society for the Protection of the Unborn Child (SPUC) who spoke passionately against the legalisation of assisted suicide.  
He said that there is no such thing as a right to die as it elicits a notion of a right to kill.  The legislation would support the attitude that some lives are worth more than others and that the law could be misinterpreted and boundaries eroded.  

He said that the situation in Oregon is not so rosy – there is a lot of secrecy involved and there is little dignity in death or in methods that end people’s lives.

He questioned whether people choose assisted death because they are depressed (by their terminal illness) as this is not using the law as it is designed.  

He went on to say that the NHS is at breaking point and that what is required is not legalised assisted suicide but instead high quality palliative care.  
The debate that followed was both interesting and thorough and the general feeling of the Forum was that, at the end of the day, there has to be informed choice.

A Time to Live, A Time to Die

Many disabled and elderly people have very low self esteem and are therefore vulnerable to coercion.  Real informed choices are difficult to detect in someone facing this crisis.  Therefore, we, as a society, should concentrate on assisting people to live full and meaningful lives.  If we did that, then people may feel that they have something to live for and not feel that they are a burden on society.  There was also the view that we have to be careful about perpetuating a feeling of being at the ‘thin end of the wedge’ which such a bill could induce throughout society.

Everyone’s views were listened to with respect and it was felt that the debate itself was worthwhile even though there were substantial difference of opinion.

To see the full notes from the event please see www.inclusionscotland.org/conference and chose the option ‘notes time to live forum.’
----------------------------------------------------------------------------------------------

News
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Migraine Leaves Many Disabled in Daily Lives 
Researchers have found that migraine can be a progressive disorder and frequent sufferers have an increased risk of brain damage, according to a report in the Herald newspaper.

Professor Richard Lipton, from the Albert Einstein College of Medicine in New York, said there was evidence that in some people, migraines become worse with time, leaving many severely disabled in their everyday lives.

He called on the medical profession to recognise its approach to tackling the condition, which is thought to affect about 10% of the British population.

Professor Lipton urged experts to do more to target the prevention of migraine rather than simply managing the pain and symptoms.  

Alan Bartle, Chief Executive of the Migraine Trust, welcome Professor Lipton’s call to concentrate on prevention rather than cure.

He said, “As someone who has suffered form migraines for a number of year, I’m not surprised that persistent headaches must have cumulative impact.  But to have someone as eminent as Professor Lipton recognise this is very encouraging.  The most important thing is to reduce the number of attacks and the more there is understanding about the impact, the better likelihood that the medical profession will take the right approach to help people who are affected by the condition.”  
Views and Opinions
We Need a Right to Live before a Right to Die

Tara Flood of Disability Awareness in Action writes in Disability Now magazine that we should campaign for independent living - not a law that will end the lives of the most vulnerable.

Why is it that when a disabled person wants to kill themselves or be killed by someone else, society does everything in its power to grant this gruesome wish? And yet when a non-disabled person indicates they want to die, society feels it has a duty to do everything in its power to alleviate the situation the person finds so intolerable they want their life to end? Why are there two completely different solutions to essentially the same issue?
I think the answer lies with the way disabled people are viewed by society. 

We are living in a world where disabled people are considered worthless, without humanity and extremely expensive. We are constantly bombarded by media images of "poor helpless crips" whose lives are tragic and burdensome for the rest of society. 
Acquiring an impairment is equated with a living death so why not do everyone a favour and put us all out of our misery? I'll tell you why not: because as someone brilliant once said, "Don't believe the hype." 
I accept that living with an impairment or a fluctuating health condition can be hard and at times leaves some of us feeling exhausted and miserable. However, this is not an acceptable reason for signing away our right to life by allowing the medics to bump us off. Yes - life is tough, but it's tough for everyone. 

The answer to such disablism isn't the Assisted Dying Bill - a bill that will offer us a right to die before we have had our right to live properly protected. It is a bill that effectively lets society "off the hook" by offering a way out for those of us with lives "unworthy of living".
Will the bill really give greater personal autonomy when it has no safeguards to protect disabled people from being forced into signing away our lives because of emotional pressure from family members or even our own feelings of being a burden? 

I do, however, welcome one aspect of the Bill - the right to pain relief medication as and when appropriate. 

What I would like to see, as an alternative to legislation with a sole aim of killing off disabled people, is a fundamental right to independent living with all necessary supports, equal access to healthcare where disabled people are not seen as expensive and best got rid of, and a well-resourced, palliative care system that supports all people who are genuinely at the end of their lives. 

Most of all I want a society that recognises the equal value of all our lives.

For the full article see www.disabilitynow.org.uk/assisteddying/big_debate.htm
Access Issues

Wheelchair Technology Can’t Solve Access Problems
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It is hoped that the changes to legislation which officially kicked in on October 1 2004 will see improvements to the many access problems endured by disabled people everyday.  But newspaper columnist Ed Guiton and Independent Disability Consultant Bill Fisher highlight some of access problems that still need to be faced, as wheelchair users, even in the light of new legislation and technology.

Ed Guiton has recently invested in a new wheelchair which, amongst other facilities, allows him to stand for periods of time.  The powered wheelchair, which was bought with the proceeds of around three years of fundraising by friends and relatives, can metamorphose into a bed, or a standing frame or be conveniently elevated in a sitting position to the height of a bar stool and be speed along at six kilometres an hour through the local shopping precinct.

Even more sophisticated controls will still be available for the chair which will allow Ed to drive it himself using his head as a joystick in an electromagnetic field generated by the chair’s headrest and also control some things around him for instance open the door to callers, turn on the television and change channels, switch on the lights and sound the alarm.

But Ed writes that all this new technology doesn’t alter the problems of the outside world that start as soon as he goes through his back gate including kerbs too steep to mount, broken paving stones and the peculiar adverse camber of the pavement that threatens to tip him out of his chair or propel him into the road.  This is something, he says, that you would not notice when out walking.   
His local highways department has promised improvement but not just yet – they are strapped for cash until the next financial year.  Until then, the best they say they can do is mark the problem areas with yellow paint.  As soon as Ed can he will have to go all the way into town, making a detailed map along the way of all the kerbs, potholes and dangerous crossings in his way.
Ed makes light of it by saying, “How great is it to have an excuse to become the neighbourhood cranky man?”

Bill Fisher, a disability consultant and trainer from East Lothian, has been a wheelchair user for more than 30 years.  Bill says he doesn’t bother going to pubs in Edinburgh anymore.  “I stopped years ago, for logistical reasons” he said.
“Well once you’ve poured a pint down your throat, you need to go to the toilet and if you can’t get your chair in the toilet, there’s little point in going out.”

As for getting about in the city, the dropped kerbs, especially around George IV Bridge and High Street look nice but are ridged and made of marble, this is totally impractical as, Bill says, “They are too steep and when they are wet, your wheels slip.”

Access Issues

Public transport is another area that Bill has found problems with, particularly Edinburgh’s buses.

“There’s only room for one wheelchair to be taken” he says.  “What is a couple of wheelchair users want to go out?  Does one have to wait 20 minutes for the next bus?”

Newly built, public buildings don’t always get it right either.  The new Parliament building has set itself up as a model of accessibility.  However, it is a little on the dark side, a drawback for people with visual impairments.  That issue is now on the fix list.
Bill has also identified two other problems for wheelchair users and the hard of hearing, which are being looked at as well.

At First Minister’s Question Time on September 30, ahead of the October 1 deadline, Jack McConnell announced that every business and organisation in Scotland should see the Disability Discrimination Act (DDA) as a positive opportunity to improve the work of their business and to improve their relationship with customers and potential customers.  But, despite the new legislation, there are still a great deal of access issues for all disabled people.  

----------------------------------------------------------------------------------------------

Information

Keeping disabled students in touch
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Skill Scotland has launched a new email newsletter – Skill Scotland E-news – for all disabled students across Scotland.  The newsletter is designed to keep students in touch with news, events and issues around being a disabled person at college or university, as well as features from disabled students about the challenges and highlights that they have experienced.

At the same time, a Skill Scotland web discussion forum – www.skill.org.uk/forum - will let people talk directly about issues and their own experiences.

John Ireson, Director of Skill Scotland: National Bureau for Students with Disabilities, says, “Nearly 1 in 5 people of working age in the UK are disabled, and yet only around 1 in 20 students in Scotland are disabled people.  It is time for disabled people to have equal access to education and all the benefits that it can bring.  Getting valuable information, sharing experiences & having the chance to discuss any issues that arise is key to opening up opportunities for disabled people.  The Skill Scotland E-news & web discussion forum will be important tools to help this to happen.”

To subscribe to the Skill Scotland E-news,see: www.skill.org.uk/scotland/enews.asp 
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Dates for Your Diary

Friday, 22nd October, Tulip Inn, Glasgow Inclusion Scotland will host its Annual General Meeting.  
We will be arranging an event around producing our own Disability Movement Manifesto in advance of the next General Election, which will be launched at the Gathering on Tuesday, February 15th 2005.  

If you are interested in taking part, limited places are still available so email us on info@inclusionscotland.org or telephone 0141 887 7058 to confirm attendance.  
Saturday, 30th October, Glasgow, Equality Network LGBT Issues Forum Meeting
The Equality Network, along with Age Concern Scotland and Communities Scotland, has commissioned some research into the housing needs of older Lesbian, Gay, Bisexual and Transgender (LGBT) people.  SDS, the company carrying out the research now have some preliminary findings and recommendations.  The EN/ACS older LGBT Issues Forum will get a chance to look at and discuss these recommendations at the above meeting.  If you’re interested in coming along – you don’t need to have been involved in the Forum before) email katej@equality-network.org for more details.  

November 2004, Shaping Careers and Leaders Course

Is designed for women who are either confident of their abilities and thinking about their next career step or interested in exploring interventions that could help in developing their leadership skills.  

The course will consider practical ways to progress your career and make a difference in your chosen field and explore effective styles and what they mean for you.  

The courses are free and run from 9.30am – 4.30pm on three dates at three venues:

	Monday 15th November
	Thursday 18th November
	Friday 26th November

	CVS Perth and Kinross
	SCVO Glasgow
	SCVO Edinburgh

	The Gateway 
	3rd Floor Centrum building
	Mansfield Tranquair Centre

	Perth
	38 Queen Street
	15 Mansfield Place

	
	Glasgow
	Edinburgh


For an application form please contact:  Lucia Dhliwayo, Scottish Council for Voluntary Organisations, 3rd Floor Centrum Building, Queen Street, Glasgow, G1 3DX tel: 0141 221 0030 or fax: 0141 248 8066 or email: lucia.dhliwayo@scvo.org.uk
Events
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Equality Organisations Tackle Bigotry with Short Film
Inclusion Scotland recently attended the launch, at the Glasgow Film Theatre, of the Transgender training pack developed by equalities organisations Beyond Barriers and Inclusion, in conjunction with NHS Scotland.

The pack featured a video - previewed at the launch – which aims to challenge the preconceptions and opinions that exist about transgender people.  

Featuring interviews with a number of trans people, the video gave a really good insight into the experiences of transgender people living in Scotland.

Both moving and informative without being sensationalist, the film did not shy away from the more painful issues but gave a real snapshot of the difficulties faced by trans people including the hatred and bigotry which is very often a daily occurrence.

Nick Laird, who came up with the idea of making the training pack, said he hoped that as many people as possible would see it.  He said that although many organisations claim to support and speak for Lesbian, Gay, Bisexual and Transgender people, the problems of transgender people are often overlooked.  

It was also hoped that members of the medical profession would see the video as it would help with patient doctor relationships.  

To find out more about the pack please contact Nick Laird on nick@beyondbarriers.org.uk or telephone 0141 574 0242. 

----------------------------------------------------------------------------------------------
Inclusion Scotland’s Website is Hit!
Inclusion Scotland’s website if definitely growing in popularity.  In the month of September the site was visited 6,535 times.  And in the last 365 days the site has had a whopping 50,845 hits.

Inclusion Scotland is delighted with this result, which is pretty good by any standards, but even better when you consider that it is a text only site!
Anyway, keep checking the website for news, views and information. 
Inclusion Scotland welcomes new members, feedback, news and views for our newsletters & website – www.inclusionscotland.org 

To contribute email: lizr@inclusionscotland.org.  

For further membership information email: info@inclusionscotland.org or write to Studio 53, Abbey Mill Business Centre, Paisley PA1 1TJ Tel: 0141 887 7058 Fax: 0141 848 7551

