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Are disabled people receiving the proper levels of treatment and care in hospital?
October 2006
Letter Calling for a Campaign
The following is an open letter to Disability Agenda Scotland by Mr. Jim Elder-Woodward, as a result the treatment of his wife during a recent stay in hospital (see Monica’s Story below.)  If you have an experience of a stay in hospital, both good or bad, that you would like to highlight, we are writing to Minister for Health Andy Kerr Minister to request a meeting to discuss this important subject.  Please email Liz at information@inclusionscotland.org or write to us 5a Sir James Clark Building, Abbey Mill Business Centre, Paisley PA1 1TJ or tel: 0141 887 7058
Dear Disability Agenda Scotland,
Although I am a Director of Inclusion Scotland, and recognising the differences between Inclusion Scotland and Disability Agenda Scotland, I am, nonetheless, writing to both organisations as an individual.  I write in the hope that we can work together to resolve a very personal issue to my wife and I, but one which must affect many thousands of other disabled people.

Since both organisations advocate on behalf of severe, multiply impaired, people, including those with communication difficulties – people who cannot advocate for themselves – I wish to ask you both to organise a joint campaign: a campaign which should have, as its objective, the improvement in the quality of services within the Scottish NHS to patients with multiple impairments: a campaign which should call for the establishment of a government task force to:

· Enquire into services within the Scottish NHS, including nurse management, to severely disabled people, including those with communication difficulties, or who cannot self-advocate; 

· Enquire into the provision of access and services to disabled visitors to ensure DDA compliance.   

· Have a continued remit to ensure that its recommendations are put in place and continually monitored thereafter

Such a task force must involve disabled people and those who advocate on their behalf.  I write at the end of a period of extreme personal anxiety and constant embattlement with nursing staff to ensure my wife – a multiply impaired person with severe communication problems – received the support she needed in Wards 24 and 26 of the Royal Alexandra Hospital, Paisley.  
In the attached appendix, I describe “Monica’s story” as an example of what does happen, not in complaint – because that would only personalise matters to Monica, rather than affect a systematic revision of policy and practice, which is really needed.  

In any case, I have already done battle with the Vale of Leven Hospital over several years and won some minor victories.  But as politicians are denying the citizens of the Vale the use of their local hospital, by transferring services to Paisley, we are now forced to use that hospital miles away: and I tire of the thought of going through the same elongated process of letter writing and meetings, just to put a plaster on a body with heart failure.

Letter Calling for a Campaign continued
I am hoping that by working together both Inclusion Scotland (IS) and Disability Agenda Scotland (DAS) can achieve a strategic review of a horrendous situation in which severely disabled people like Monica suffer in silence; and develop, implement and monitor a practical policy which will allow ALL severely disabled people in ALL Scottish hospitals to be supported with dignity, expertise and concern.  

I attach, for information, a pamphlet by the DRC directed at NHS personnel on how to treat disabled people within the NHS.  I don’t think the pamphlet is detailed enough, but it is a start.

In addition, some of the points I raise are general and would affect both disabled and non-disabled people alike.  However, for those patients who cannot (or, out of fear, deference or inexperience, will not) advocate on their own behalf these general points become more salient as those disabled people, especially those with communication difficulties, often have to suffer in total silence.
Yours sincerely,  


  

James I Elder-Woodward

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

Monica’s Story
My wife, Monica has severe MS.  Among her many impairments is her lack of speech.  Nevertheless, she is highly intelligent and well educated.  She is single minded and enjoys being in control.

In a week of high profile news coverage over Age Concern’s campaign on the poor quality of nursing old people in the English health service, Monica, was rushed into hospital.  Our experience of her care in hospital shows that it’s not just older people who get poor quality care but severely disabled people, including those who have communication difficulties.   

First of all, the ambulance crew who were to take her to hospital refused to take her wheelchair, thus creating more problems for Monica and themselves.  Being in bed, she had to be put in her wheelchair to get her into our stair lift then transferred from her chair onto a stretcher to get her into the back of the ambulance.  It would have been so much easier to transport her sitting in her wheelchair.

In casualty, the triage nurse said Monica should go straight into the ‘resus’ room and asked both myself and her Personal Assistant (PA) to wait in the waiting room.  Despite asking several times to go to Monica’s side, her PA was told Monica was alright and didn’t need her.  Needless to say, the doctors had to run to and fro to seek information as Monica had no means of communicating her needs or anxieties. 
Monica’s Story continued

Monica was then admitted to a ward without any case history or personal needs being taken from myself.  I visited the ward the next morning.  I tried to tell the nursing staff what Monica needed in the way of support, but no-one would guarantee Monica would receive it, because the ward was an ‘admissions’ ward and she would be moved as soon as a bed could be found for her, but none were available that weekend.  

It was obvious to me that the needs of severely disabled people have not been taken into consideration when the hospital’s ‘admissions’ policy and procedure were written.  

However, I was told that morning that Monica was in a critical state.  The surgeon would not operate for fear that Monica would not survive the post-operative care. I have absolutely no criticism of Monica’s medical treatment. Her surgeon had personal experience of living with someone with communication difficulties and treated Monica with respect and dignity, answering her written questions directly to her.  His treatment of her as a patient and a person was superlative.  I only wished his staff lived up to his example.  
For example, to keep Monica entertained and smiling, her brothers would make fun of the way the nursing staff treated her, playing a game of mimicking them.   They would look close up to Monica’s face and repeat in a loud voice that which they had just said to others in the room in a normal voice.

We arranged with the ward sister that Monica’s PAs would attend Monica to keep her company, help her communicate and assist the nursing staff when turning her in bed. However, during the week which followed this arrangement did not transpire.  When Monica’s PAs requested she be turned or moved up the bed to relieve the pressure on her chest and bottom, they were more often than not asked to leave. So instead of two people moving Monica properly, as trained by Monica and myself, up to four nurses would move her improperly.  

There was a constant battle between myself and the nursing staff over Monica’s positioning in bed.  Whenever I arrived, I found Monica in a crumpled heap near the bottom of the bed.  I was told at one point that so long as her feet were not touching the foot of the bed she was alright.  Yet Monica would be lying half way down the bed, with the head of the bed elevated, which meant her chin was being pushed into her chest.  This aggravated her breathing difficulties.

It wasn’t until I actually observed the staff moving Monica that I realised what was going on.  When moving Monica in bed they did not lower the head of the bed.  It remained in the upright position, so consequently she could not be slid up the bed to allow a more upright sitting position to be achieved when the head of the bed was elevated.  She merely slid down the bed even more.

It is regrettable that the NHS does not equip at least one side room per ward with nursing aids such as overhead hoists and beds the mattress which does not slide when put in the elevated position.  This would not only reduce nurse time, but improve patient comfort.

Monica’s Story continued

Monica’s side room was not the cleanest I’ve seen.  Monica’s PA cleaned what they could in the side room, but as with the nursing staff, there was no cleaning material on the ward – only green paper towels.  

Monica often had to wait between 40 and 80 minutes to get cleaned herself, after a bowel movement. The nurse’s reply to our complaints was always, “We’re too busy”, or, “We need to wait for more nurses.”  Monica always seemed to have to wait until all other tasks had been completed before she was attended to.  Perhaps, this was because so many nurses were needed when they attended her.  However, despite all our protestations, Monica came home without having been properly cleansed.

The one occasion when Monica didn’t have to wait to be cleaned up was when an agency nurse was on duty.  She immediately recognised Monica as someone she had nursed at the Physical Disability Unit in the Southern General.  When she was called she immediately put on protective clothing and worked with Monica’s PA to change her.  It took two people ten minutes maximum to do what four nurses would normally do in about an hour; and Monica was clean, refreshed and sitting well up the bed when I came back.  The agency nurse struck up a good rapport with Monica’s PA and gave her a number of tips which we are now implementing ourselves.   If only that had been replicated by the other staff, Monica’s stress level would have been much reduced, hastening her recuperation.  There really is a need for there to be peripatetic nurses, like this agency nurse, with specialist knowledge of nursing older and disabled people.

It is really regrettable that the nursing and medical care of disabled people in the acute sector of the NHS does not, or will not, accommodate the full range of disabled people’s special needs.  Not only did I have to supply the special food for Monica’s PEG tube, but on the Sunday morning I was phoned to bring in Monica’s anti-spasm drugs because the ward had run out and the pharmacy was closed.  

The instance which has really angered me occurred on the day of Monica’s discharge.  I wanted to come with our wheelchair accessible van and two PAs to take Monica home in her wheelchair.  I was told by the nursing staff she would be better off going home by ambulance; but I could come and pick up the empty chair.    However, the nurse did finally agree that her PA, alone, could bring over her sling, so that she could be transferred from her chair to her bed at home.

Once again, her PA was asked to remain outside the side room until the nurses put Monica into her chair.  However, she was urgently summoned some time later.  On entering the room she found Monica precariously hanging out of her wheelchair.  The nursing staff obviously didn’t know how to put Monica into her chair; and if I her PA had not had been there, she would most probably have had a dangerous fall on the way home.  Fortunately, Monica’s PA made her secure and comfortable before the journey: but the arrogance and exclusivity shown by the nursing staff could well have resulted in a serious accident.

Monica’s Story continued

As a postscript, may I just describe my own experience as a disabled visitor to the hospital? From the outset I must say how grateful I am to the nursing staff for allowing my staff and I to come and go as we pleased.  Without the facility to advocate on behalf of Monica her time in hospital would have been much worse.  

The hospital, itself, is not the friendliest of hospitals to disabled people.  The parking for disabled people is ample but that which is near the hospital is not policed.  That which is at the bottom of the hill at the hospital entrance is frequently empty, but there is a good half mile up the hill to walk to the wards.  There is a WRVS car to shuttle you up and down, but it doesn’t take people in wheelchairs.  They have to be pushed up the hill.  The WRVS car, itself, is parked overnight in a reserved place for disabled people, next to A&E.  I also frequently saw NHS personnel using the reserved parking for disabled people next to the hospital building.  These spaces were always full during the day, mainly by vehicles which did not display a blue badge, so I quickly learnt to park at the foot of the hill.

The only wheelchair accessible toilet was in the gents’ toilet at the front door, some distance away from the ward.  The wheelchair accessible toilet was inside the gents’ thus obviating the facility to be assisted by a member of the opposite sex.  The toilet itself was too small for someone in a wheelchair to turn round and close the door, so I had to enter backwards.

Being in the hospital most of the day, I had to eat.  However, the public dining room was downstairs with no access by lift.  I was directed to the basement service corridor, but after half an hour, getting completely lost, there being no signage, I gave up and had a sandwich instead.


Giving up and making do seems to be a systemic contagion within the NHS, infecting patients, staff and visitors alike.  It is a sad state of affairs, which money alone cannot fix.  It needs everyone to treat each other with respect, dignity and inclusivity; allowing for and valuing the other’s diversity and needs.


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

Letter to Greater Glasgow Chief Exec regarding care of disabled people

Linda McLean, manager of the charity Arac, says following the NHS Greater Glasgow (NHSGG) and Clyde Annual review, there was an opportunity for the audience to submit a written question.  My question was about the disabled accessibility of the new Beatson [Cancer Centre] and if the Health Service was going to consider installation of overhead electric hoists. (N.B dictionary definition of access as opposed to accessibility - access is only the right to approach or enter, accessible encompasses full use.)
Letter to Greater Glasgow Chief Exec regarding care of disabled people continued
I understand the requirements which are stated in Law regarding Disabled access: the problem is that very few people really understand what a disabled toilet is.  Wishaw General [hospital] is a case in point.  Opened less than 5 years ago, supposed to be totally accessible, there is not one toilet where a wheelchair user can shut the door to gain some privacy.  There is no point in making the door the right width if the space cannot be used.
I provided care to a disabled gentleman who endured three months of terminal care there.  I still have his nursing notes, which make extremely uncomfortable reading.  These document his continued distress over not being able to access a hoist - of being kept waiting to get out of bed for up to two hours. (Throughout his stay, he had to use a commode, although it was an ensuite room the toilet was too small.)  Mobile hoists are all very well, but it they are being used in a room to room situation, does that not encourage cross-infection? 
Also:
1. They are cumbersome and dangerous to the patient.  Many nurses are not fully trained in their use, or if a new model comes out, presumes it is the same workings as the old one.  Or will attempt to use them in a way for which they were not designed.  I have known at least one patient who died as a result of misuse of a hoist, and several others who have been injured.  When nurses are in a hurry, and there is pressure from other people waiting, corners do get cut.

2. They slow down nursing staff and cost a great deal of nursing time.  Once he patient returned to his home, my assistants could deliver his care much more smoothly with the overhead hoist.  (He died without any pressure sores, thanks to the input from my staff.)  He preferred the comfort of the overhead, and it was not so exhausting for him.

3. During the morning, everyone wants to get up at a similar time. This means that the hoists are in great demand, and people have to wait. This is far from ideal with a terminally ill patient, who may be desperate to move, and at much greater risk of skin breakdown.

4. The hoists take up a considerable amount of room, and storage can be a real problem.
View a plan of any bathroom for the Beatson with the idea that it must not only accommodate the patient, but a mobile hoist and two nurses, and I am certain none will meet that specification.  
The therapeutic bed I have no argument with - but it does not prevent the use of overhead hoists.  Every room need not have an overhead hoist, but I believe that there should be a trial of a mixture of lifting equipment.  We have so much technology now, yet we resort to forty year old methods for a new build.  
Letter to Greater Glasgow Chief Exec regarding care of disabled people continued

We should be considering environmental controls, Closomat toilets, and a whole host of things to make life more pleasant, rather than the, "We've always done it this way" approach. I was astounded when I visited a renal unit in France in the 70's, to see how much further advanced they were, and the things they considered in the design. It would put us to shame and it is obvious that we still do not make full use of some of our best technology for our most disabled people.

You state that "on completion of the building works, an access audit survey will take place."  There are very few people appropriately qualified to do this, so I would be interested to know who you use.

I also find it interesting that the access auditors are not brought in until completion. This is a recurring problem - and can be very costly. 
Look at the worst possible scenario for a patient - mine was an electric wheelchair user, ventilated, unable to lift a finger to even scratch an ear, totally immobile,- a Christopher Reeves - and equally as intelligent. When you can accommodate that type of patient confidently, you will have passed your access audit.  

I raise this, because I think it would make a great deal of difference to the cost of staffing a ward. The initial outlay may be more, but the savings in wages could be considerable over the years.  Also, because, on visiting the Care Commission headquarters, they were astonished that I found faults in a new build.

Kind regards,

Linda McLean










