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ALL THINGS NEW

Thank you for all your letters and contributions. The
film created such a response that I am now a foreign stamp
collector and am following the advice given in January's
Responaut, * ' '

Responaut, being a comparatively new word, is now being
considered for inclusion in the shorter Oxford English
Dictionary. Responauts, being dependent on mechanical
respirators for their very life's breath and on other people's
pairs of hands for even their most basic and intimate. needs,
need far more help than is at present available under the

* Enquiries concerning the film should be addressed to:-
Miss Hazel Swift, T.V. Information Officer, Central Office
of Information, Hercules Road, Westminster Bridge Road,

London, S.E.1.
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National Health Service Act of 1946.

When the Act was made law it was not medically
feasible for a respiratory paralysis survivor to live at
home. During the last decade many of us have sounded out
the community care support and tried to set up home again,
resuming as many of our obligations and responsibilities
as possible. Some of us jumped right in many years ago
and have had to struggle very hard to survive.

A1l human beings have basic needs. Food, warmth,
shelter, affection, work, laughter, to mention a few.
Human beings cannot live in a state of suspended animation.
The aesthetic problem posed by our survival must be
pursued to its logical conclusion and a flexible code of
assistance necessary for comprehensive care must be
established. Respiratory paralysis and its resulting
handicap is a new territory. Most of the solutions . have
been or are being worked out by the paralysed people
themselves and their nearest and dearest, supported by
many friends, N.H.S. and others. If a responaut is
carrying a degree of disability that would handicap several
people, then it is obvious that he needs the amount of
help that would normally -be provided for several people.

2] read a Swahili proverb the ‘other day whlch says
"a patlent man eats ripe fruit" and this is certainly
proving true for us now. The very word responaut is
known and talked about in high places, has been published
in numerous journals and many of us have proved for a
period of years that we can survive with help and these
facts must surely encourage good Samarztans who wish to
aid all r95ponauts to return to as near normal llfe as
possible.

With respect T have suggested to the Mlnlster of Health
that our extraordinary unenviable position be 1nvest1gated
by a person or persons who, through working with people
afflicted with czevere respiratory paralysis, have come %o
know some aspects of their peculiar problems.. . Patiently
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we have followed the procedures laid down by authorities,

County authorities, M.P's and Ministers. Many of our friends
are writing to their M.P'S and other influential péople but if
it is true that no one in'all the thousands of people appointed
to help us has the power which can in fact improve our position
statutorily, we are relying on the mercy and gracious under-
standing of Her Majesty the Queen, to whom & registered letter
was sent in February begging a special charter - a new charter
for severely disabled people who cannot survive without mechanical
and human help, as an echo of that old_well accepted Magna Carta
which was brought about to protect vulnerable peoplein 1215.

We shall be sending copieé of our applicéfion for a Charter
very soon. We shall also be sending copies of the original
Magna Carta to all responauts on the register.

~ More power to all our elbows. June's topics are Help
and Housing --all problems and solutions on these as well as
this issue's topics of Education and Employment should be sent
in soon so-:that we can catch up and distribute the June issue
in June. : : R

Once again we send our most grateful thanks to all our
benefactors and our loyal band of helpers-who diligently lick,
stamp and post the Respornaut and all the letters concerned with
ito o L)

EDITOR.

This Quarter's Topic - E@ployment and Education.

(1)~ Employment = The Disabled Persons Register - An

Employment Service for the Disabled 2 o

There is a leaflet (D.P.I.1.) telling you about the
Disabled Persons Register and the other services provided by the
Ministry of Labour under the Disabled Persons (Employment) Acts.
The Acts aim.at helping all those who wish to work for a living
but are handicapped by disability in getting and keeping
suitable employment. Experience has shown that most disabled
people can take their place in the working community and hold
their own in competition with others if the occupation is




chosen carefully.

Answers to some of the questions that may occur to.
you are given in the leaflet, but only the main points
can be covered. If you want further details please
contact any Employment Exchange and ‘ask for the Disablement
_Resettlement Officer (usually known as the D.R.O.).

‘Extract from the Conclusions of the International Seminar
on Sheltered Employment, held in Stockholm, Sweden from
Sept. 30th through Oct. 1st. 196k,

Management & Staff Requirements

WEL 30, Part-time sheltered employment should only
be considered for specific medical,
psychological and social reasons provided

e that efficient production can be maintained."

I expect like me you nearly fell out of bed with
surprise if you heard during Jack de Manio's programme
the statement that everyone could be found a job, no
matter what his disability. This is being followed up
and I will report back.

(2) .Education.- Advice from A.C.E.

- '" T am afraid we have little information which
will help you with your problem and can really only
suggest various bodies who might be able to help you
in your attempts to assist your Responauts with their
educational and employment difficulties.

Firstly, the  Spastics Society (Director,
Dr. C.P. Stevens, M.B.E.; 0,S8t.J., M.B., CH.B.,
12 Park Crescent, London, W.1.) would, most probably, be
able to help with details of how they approach their
problems which must, in many cases, be parallel to yours.
Dr. Stevens would, at least, be able to put you in touch
with people who would be interested in the technical
teaching aids needed to help your Responauts overcome
their physical handicaps.

Other associations which come to mind and
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whick-would, perhaps, be able to offer assistance, include:-

(1) The Association of Programmed Learning, 6a Winchester
Road, London, N.W.3

(2) The National Committee for Audio-Visual Aids, 33 Queen
Anne Street, London, W.1.

The employment officer at your branch of the Ministry
of Labour would be able to.discuss with you the opening available
for handicapped persons and make useful suggestions as to
training centres etc.

-I am sure you will already have contacted your local
Director of Education for advice.

A ®Book you should consult to find out about charities
and trusts which might help to bear the cost of any apparatus
necessary to start training schemes is "The Annual Charities
Digest" published by The Families Welfare Association.  Another
publication is "Trusts and Foundations'" published by Bowes &
Bowes. Both these should be available at your local reference
library.

POST

The following letters do not necessarily contain the
views of the editor, but are believed to be the sincere and
genuine views of the contributors.

From the New Minister of Health.

As you.knoﬁ, Miss Jennie Lee sent on to me your letter
enclosing a copy of "The Responaut'.

I have every sympathy with these people who are so severely
afflicted and great admiration for your and their courageous
efforts to lead worthwhile, interesting lives. I am sure your
magazine does much to brighten the days of your fellow

"responauts'. .
(Continued over)



As you know, local welfare authorities and many
voluntary organisations give much help in providing
occupational activities and arranging holidays for
severely disabled people living at home. I hope that
‘the request in the September issue for suggestions for
hobbies and holldays for "responauts" will produce many
new ideas.’

I have recently reviewed the whole question of
constant attendance to which you specially refer in your
letter, but it is clear to me that the staffing recources
of the authorities are severely strained by the many
calls upon them. I have been obliged to conclude that
I must continue to leave each authority to decide how
much help they can give in each case, having regard to
the circumstances and the staff available. AR

I am sorry I cannot 'give a more encouraging answer
at this time. '
Yours sincerely,
Kenneth Robinson.

Letter from Ministry of Health. = »

You wrote to the Minister on 5th March and again on
the 20th March and 2nd April to seek his agreement to the
publication in "The Responaut!" of his letter of 16th
February. There was for some reason a delay in arrival
cf your first letter, but I now write to say that the
Minister readily gives his perm1551on to publication of
his letter.

You mentioned too. the possibility of the appointment
of a liaison officer between the Ministry and sufferers.
from residual respiratory paralysis. I am afraid this
would not be practicable.



May I make, however, two or three suggestions, recognising
that they may well have occurred to you-already?

Firstly, you might think it valuable to put yourself in
touch with some of the larger voluntary bodies that have a
national coverage and are interested in the same kind of
problem, The British Polio Fellowship obvously comes to mind
because it is concerned with polio itself.  But the British
Red Cross Society also does much in this field and there are
bodies which are specially concerned with the problems of
paralysis (though not necessarily of respiratory paralysis) with
whom information could be usefully exchanged.

Secondly, the Minister has noted what you have said about
help in the provision of hobbies for people who are substantially
paralysed. While it is true that local welfare authorities
are still developing their services, and that not all are at
the point at which they would give the help required, much
progress is being made and they are generally anxious to provide
what is needed. Perhaps you might care to consider sending
a copy of the next issue of "The Responaut", in which we know
you hope to include information about hobbies, to the County
Vlelfare Officer of your own county, suggesting that one of his
officers might discuss the possibilities and problems with you.
Members in other areas might care to follow that example.

Thirdly, if the welfare authority does not know, it
cannot help. There is some evidence that severely disabled
people do not seek that form of help by applying to the welfare
officer to be registered. Perhaps you would encourage your
members to do this. . :
Yours sincerely,
R.A. Birch.

County Communication.

Thank you for your letter.

Yes indeed we do receive copies of the '"Responaut! and
find it of great interest. \
Yours 51ncerely, _
County Medical Offlcer,
Royal County of Berkshire.
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Patient Advertising

: A polio patient has just given me a copy of the
Responaut which I must confess I hadn't heard before.
I enjoyed reading it and found it most informative.

Signed: Social worker for the handicapped -
Surrey County Council.

Building Help.

I appreciate receiving your letter and the inform-
ation it contains. I return your article (Lancet 12.9.64.)
which I found inspiring.

I vwonder if you are acquainted with the book
DESIGNING FOR THE DISABLED, prepared.-by one of your
fellow countrymen, Selwyn Goldsmith. X

With best wishes for the future.
Very sincerely yours,
Donald V. Wilson.
Secretary General International
Society, New York.

* This publication can be obtained from The Inter-
national Society for Rehabilitation of the Disabled,
219 East 44th. St., 6th floor, New York, N.Y.10017,
UuBcha: 0T .

R.I.B.A. Technical Information Service, 66 Portland
Place, London, W.1. England, price 50/-.

News from Toomez J.

I received and read the latest issue of THE RESPONAUT
yesterday. I marvel at how much you can get in an issue.
1 bet those staples couldn't hold cne more page. It
sounds like you're getting your message around. Hope you
can see some concrete evidence of it soon,

Gina, our able body aide and Sue, our horizontal
editor, are busy with GAZETTE prcofs but they keep getting
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interrupted. They are also involved in organizing a committee
to make plans to build a "home" for respos. They're really
starting from scratch. No one ever heard of such a thing!

We have, except for veterans hospitals, only homes for aged and
the bedridden. So far it seems the best plan would have only
% to 5 permanent respos. - that is to live there all the time,
plus rooms for respos. during home emergencies (not able to get
care at home for short time) and vacationms. Private or semi-
private sleeping, sitting rooms, one dining hall, large reception
room plus therapy, working areas. Perhaps closed T.V. circuit
at night se 1 attendant could watch all. They're starting a
big "selling" job to get interest up. (And Spring '64 was last
GAZETTE - you haven't missed anything!)

Ruth Davis. Cleveland, Ohio.

Practical Suggestion.

Thank you so much for sending me The Responaut which
certainly contained a world of information, and I do congratulate
you.

>garding the letter from L.W., Berkshire, in which the
writer says he is trying to obtain a place at University, I
wonder whether you will be kind enough to pass on tec him the
enclosed letters from the Sunday Times in case he has not seen
them. I would suggest he contacts Dr. Hamilton of the
University of York. Also, I have information regarding Reading
University who are willing to take wheelchair users and in this
instance, the inquirer should contact Mr. Vernon Mallison.
Also Exeter University are sympathetic towards problems of
handicapped students.

1 do hope this information will be of some use to the
writer.

Thank you again very much for the journal and I look forward
to receiving any future copies.

Yours sincerely,
Ursula M,A. Payne, Information Investigator,
Disabled Living Activities Group of the Central
Council for the Disabled.
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g A Doctor's Suggostlon.

As medical correspondent for various magazines I
.receive the RESFPONAUT, 'and very much admire your efforts.
As a wheel-chair polio I also have a deep'personal1
interest in the particular difficulties of those who
‘must live in respirators. Whenever I see the tremendous
damages awarded - to paralysed victims-of accidents, I
feel pleased for them but also wistful on behalf of all
the rest of us whose disabilities are due-to germs and
not compensated. I have to vork jolly hard to pay for
a housekeeper, expensive bungalow, large car eté., etc.
Never mind, it is good for the soul and I am content.

My reason for writing is to suggest in reply to Mr. Boys
of the Min. of Health, that the very severely disabled
be given what it costs per week to keep them in Hospital
if they choose instead to live at home. They could
then make their own arrangements for paid help to
supplement the' care by their families.  The Government
would obviously lose no money, the patients would be
happier, and there would be no strain on the resources of
the local authorities.

Dy 43.C. Billingshurst, Sussex.

Continuing Support

Thank you yet again for the December/January copy of
"The Responaut', and I now enclose a cheque as a further
contribution towards its publication.

As with the earlier copies you let me have, I find
this most interesting, and am still full of admiration for
the wonderful spirit portrayed by the various subscribers.

P.G.D. Romford.

Calling all people with Myasthenla Gravis

Thank you for sending me the September issue of The
Responaut. I found it very 1aterest1ng and the inform-
ation contained within.-
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Your readers may be interested to know that another
illness requiring a respirator is Myasthenia Gravis (only when
it is most severe). Although in Australia there are not many
cases, I think. that the nursing staff should be better informed
on how to nurse a Myasthenic. Part of the problem is, the
shortage of staff. '

Would any of your readers have any information about:
Myasthenics elsewhere?

Wishing you continued success with each issue.

Yours sincerely,

(Miss) Helen Anderson,
Ward 12, Fairfield Hospital,
Fairfield, Victoria, Australia.

Canadian Resposcape.

One of my fellow patients received a copy-of your '"Responaut"
last week, and I'd like you to know we were very interested in
£ You are to be congratulated on such an interesting booklet
you are putting out. i . e

Most of us have been here from 4 years to 10 years and
often wish we could ‘go home and be looked after there. None
of us has the money to pay for nursing care or houseckeepers, so
we have to stay here. After reazding the letters in your
'""Responaut', I guess we are very -lucky to have this place.

Some patients have gone home, but all had quite good breathing,
and either have no aid or a lung just at night. Two of our
women patients needed household help, and in one case the «
municipality pays and in the other the welfare pays. . But such
cases are few,

This hospital has two wards, one for men and the other for
women., There isn't much rcom for personal things or privacy,
but you soon learn to do with just the necessities. We have

a good size staff, but as we all:heed help for everything, there
is not more than is needed. We find we don't have much time

to do as we please in the way of hobbies, as we have to wait
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our turn all-the time. Most of us read a lot. but even
then we have to wait to get pages turned. We have

electric page turners that are very easy to use. They stand
on bed tables and holl books and magazines. You can only
use them on a bed that is still, not when rocking. Quite

a few of us have learned to type. We have electric machines
and some use a hand, some a mouthstick and one uses a toe
piece and types with her foot. I own my typewriter and

the other two belong to the hospital. ILast year we raised
enough money tc buy one typewriter; it was quitz a job and
alot of fun, too. We did it by getting novelties made

and selling them and by raffles.,

As far as care for the patient goes, this is an ideal
"place, but from the family point it is very bad. You grow
away from them and feel like a stranger, especially if you
are in a different city and only see them once a month or
two or less times a year. We have had divorces in here
and it is such a blow to the patient. Even though you do
see their side you can't help but wonder why the mate on
the outside feels they have to leave the sick one. 1g -~
seems so cruel. We wish there were wards in hospitals in
our own cities where we could stay, but so far they send
everyone to Vancouver from all over B.C,

I live in Victoria and have two boys and a girl., My
husband has looked after them alone for the last 6 years.
Two summers I went home for a week and they looked after
: me. I saw then how much I tied them down and realized it
would be unfair to stay home all the time. I can't imagine
being left alone in the house all day while my husband
worked.

I think I've given you enough of an idea of what we have
here, so I will clcse and wish you lots of luck both at home
‘and with your paper.

M.B., Canada.
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New Zealand_News : 3 7 s

I think the journal is a great idea and I intend to pass it
around here. We are lucky that polio is rather rarer here than
in England. On the other hand there seems to be quite a bit
of multlple sclerosis.

Physio.

Loophole in the National Health Service - Statutory and
Voluntary.
It would be a kindness if you could spare space to allow
me to reply to the paragraph on Possum in the letter from Mr. and
Mrs. M., Northampton, on page 25 of your December 1964/January 1965
issue. Perhaps I may deal with the facts first and then offer
one or two comments.

The appearance of this particular letter under the
heading "Loopholes in the National Health Service' was both
unfortunate and incorrect. No Possum equipment has yet been
issued by the National Health Service. My colleagues and
myself have a research and development project in the Electro-
Mechanical Laboratory at Stoke Mandeville Hospital which is
engaged in development work on control systems which include
those under the name of "Possum''. The major proportion of
our grant has come from the Polic Research Fund; the grant
includes a sum for the provision of some nineteen Possum
equipments which were offered to the nomination of the Ministry
of Health. This means that an administrative doctor at the
Ministry has decided on the hospitals and consultants who have
been offered the trial use of these equipments. It is expected
that all of these initial nineteen equipments will have been
installed by the end of this June. Until this is done, the
Ministry of Health will not be in a position to take a
decision about future supply under the National Health Service.
In the meantime, equipment has been paid for from the
following sources, the British Polio Fellowship, "local Welfare
Authorities, local groups, newspaper appeals and private
~individuals. The equipment supplied to Mrs. M. was paid for
by the late Mrs. Ricketts herself a Respos.
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The earlier Possum equipments required a small amount
cf attention in that the indicator bulbs regquired replace-
ment from.time to time. If this replacement was neglected
until about six bulbs were required then there was a
. tendency for the fuse to blow, this was quite deliberate to

protect the circuit. So it should be realised that this
particular equipment had become out of order by reason of
simple neglect by Mr. M. His first request for repair
was sent to the wrong hospital although a note had been left
of both our address and telephone number. : 7

Then the next error is unfortunately in the letter
itself or in the reprinting of it, namely, the phrase "and
the second repair in November'" which comes in the fourth
line of the second paragraph.  This should presumably
read "and the second request for repair in November!.

The improvement referred to related to a change in circuit
which rendered subsequent equipments entirely foolproof

so that any amount of neglect in failure to replace bulbs
would not affect the control circuitry. We were anxious
to spare Mr. M's feelings and no mention of this was made
©in the particular letter. One of these "foolproof"
equipments has subsequently been installed at Mrs. M's
home. ' ;

After Pat Short's sad death, Bill Short felt that any
continued close association with the Selectascan equipment
which he had designed and constructed, would only continue
to remind him of the paralysed Pat when he wanted the
memories for the next stage of life without her to be of
the courageous Pat who had shared a love with him that was
untouched by disability.- We respected this view and
offered to take over the maintenance of any Selectascen
equipment in use around the: country. I should perhaps
explain that none of the members of our project staff has
any relatives with respiratory polio; this was quite
deliberate, because we felt we could give best service if
we were not in any way emotionally involved with the object
of our work. This is not to imply that we are disinterest-
ed, merely that our concern can perhaps be clearer because
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it is not personally involved. ' 2 Pt

Both Selectascan and Possum perform similar functions in
slightly different ways; we shall be happy to discuss their
mutual merits in any individual cases if folk would kindly write
to us giving a clear description of their residual control ability
together with a list of the functions which they wish to exert
control over, 2

Now for comment. We would suggest that your Journal
would best aid the real needs of the disabled if care were taken
to ensure that the facts of any complaint were checked before
publication and also to ask the group or organisation being
complained against to submit a reply for insertion in your
Journal at the same time as the. original complaint.

Our team would welcome comments from other users of both
types of equipment so that Respos generally may be g1van a chance
to hear a cross section of ~opinion.

Any Respo is most welcome to come to this laboratory to see
precisely what is going on.
Yours truly,
R.G. Maling.
Project Leader.

Practising Patient

I really have no excuse for my long silence, so will not
try. I gather that we each moved at about the same time;
however yours was to just down the road, while mine was tc the
next village.

I am struggling with this possum typewriter, at which it
is necessary to huff and puff like mad, and if one huffs too
madly or doesn't puff quite madly quite enough then of course
all sorts of things go wrong. - All sorts of frustrations, but
cne hopes that it will be worth while in the long run because
I found that once I had lcarnt to stay up in my chair for twelve
hours a day and more, as I now do, it was just not on to type
with a stick as well. Meanwhile may I use you to practise on?

G.W. Oxford.
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Another writer.

I first read about you and your family in the Sunday
- Times Magazine, and then curiously enough your short
article in the Surrey County Magazine, which makes me
think you must live fairly near. I had sent on the
Sunday Magazine to a friend I have in just the same
condition as yourself except for the respirator. He is
about 35.years old and fell from a building while helping
refugees on a workcamp build homes for themselves in

. Austria. Just recently he has been given a most :
marvellous new typewriter from Stoke Mandeville Hospital,
which works by blowing through a tube in-the mouth. I
believe it cost about £300, but there seems to be ways
and means of getting them; they are called possum
machines. He lives in Merthyr Tydfil, and is enjoying
suddenly a certain amount of independence in actually
being able to write letters etc.,, without always

having to dictate.

J.B., Surrey;

Responauts Request.

I am sure the readers .of the Responaut who import
American or other foreign equipment will be glad to know
about this. I find the Monaghan people of the U.S.A&. so
helpful, prompt and eager to please that quite apart from
the apparatus itself -~ which is excellent ‘anyway - their -

service is second to none.

Concerning complalnts - I have extensive files on
the subject which prove either the unsuitability, or far
- worse, the inability to provide prompt (and in my case,
llfe-savlng) service: in Britain.

WIM., ;[. OfM-
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Duty Letter _
Thank yqﬁ for your letter of 8th December.

As F mentioned in my previous letter the Board of Customs
and Excise are able, in certain circumstances, to allow relief
on equipment intended for the use of a person suffering from a
severe physical disability. Your application has been further
considered in'consultation with the Ministry of Health and I
am glad to inform you that the rubber seal for a Monaghan
cuirass and the repaired assembly mentioned in your letter of
8th December may be imported without payment of Customs charges
(including the Temporary Charge on Imports).

If you wish to import Monaghan breathing equipment free of
Customs charges in the future you should advise this Office as
far in advance of the importation as possible, quoting ‘the
reference number "B.0. 52578/64" and giving the relevant
arrival details, i.e..if the articles are to be imported‘by sea
or air freight, please tell us the expected date and place of
importation and as appropriate (if known), the name of the ship
or the flight number. (Alternatively,: if they are to be
imported by post please inform us of the reference number of
the Notice of Arrival when it is received by ‘you from the Postal
Depot.)

This concession will be subject to review and termination
if, at some future time, sultable British equlpment becomes
avallable. -

T would be glad if you could let me have the arrival
details of the above mentioned rubber seal and respirator
assembly so that the necessary 1nstruct10ns can be issued to
the Customs Offlcer concerned. - 3

H. M Customs & Exc1se.

Passing on the Vord.

I realise it's a big problem editing, publishing and
posting and many other things which have to go into such a
venture, but I would like to be a regular receiver. I thought
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it a very good magazine and such a lot of useful inform-
ation in it, so quickly passed it on to my Polio friend
(she writes their local newsletter) and asked her to
pass it on and asked for it to go round so that as many
as possible saw it. I only see her when we go te the
Red Cross Good Samaritan Club. She thought the same as
me, very helpful.

Dorothy Thompson, Flat 25, Havelock Road,

Bromley, Kent.

Without Aid.

Many thanks for your reply to my letter written to
Editor of Sunday Times.

My brother's case is not quite the same as yours, he
is paralysed from the neck down completely, as the result
of a motor accident. I gather you are a polio victim -
but I dare say the equipment that you 'speak of for doing
things for yourself would be of use to him also.
Principally he is concerned with getting some kind of
gadget that would turn the pages of books for him. If
you think your magazine '"Responaut' would be of help to
him please put my name on your list.

Any information about any eguipment that might ﬁelp
him I'd be very interested to hear about also cost of
Same -

He is married and has two young children, he is
in his own house now, having spent two years in hospital -
one in Canada where the accident happened and one here in
Dublin. He gets no State Assistance of any kind so the
cost of gadgets is important to him. Many thanks for
your kindness in writing - hoping to hear further from
you and that you are keeping well.

Yours sincerely,
A. McE. Dublin,
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From a Respo in Hospital

Thank you very much for the copies of The Responaut that
you have sent me, which have proved most interesting and
helpful.

I read with particular interest the item about a prototype
respirator on page 27, and I should very much like to get in
touch with the instigator of this device.

I am at present using a Monaghan curasse, but I expect
to be receiving a Thompson-Huxley multilung, which is due from
America later in the month. When this does arrive, I hope
that T shall then go on to a pneumobelt, and I am therefore
more particularly concerned with a light welght positive pressure
machine.

I should therefore be most grateful if you could put me in
touch with your correspondent who describes the machine.

I venture to add my congratulations to the many that you
have obviously received on the production of your magazine.

Yours sincerely,
G.C.D. Jones,
Ward 25, Western Hospital,
Seagrave Road, London S.W.6.

A Word is a Word.

Thank you for your letter about the word responaut. In
our preparations for a new edition of the Supplement to the
Oxford English Dictionary we have found only one quotation for
the word in the Sunday Times of 12 January 1964. We note,
however, that it has occurred in the other papers which you
mention.

It will certainly be considered for the new edition of the
Supplement and for the new edition of the Shorter Oxford English
Dictionary, which is also in preparation.

" Yours truly,
Clarendon Press, Oxford.
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This article which first appeared in the Times on the- ---
22nd June, 1964, is reproduced by kind permission of
the Editor. 3

RESPONAUTS
From a Special Correspondent.

Responauts is the name for a new group of people which
has evolved through recently developed medico-electro-
engineering techniques, increasing expectation of life with
. the aid of mechanical resplrators.

_ The Pollo Research Fund, the British Polio Fellowship
“and the Central Council for the Care of the disabled,
“handicapped by the lack of a national register, are newly“
welded together for the common purpose of finding and
helping responauts to resume normal lives in homes of thelr
own, without the walls.

LDisa.bility’-—ifise,""respbnauts are living on the dark

- ‘side:of -the moon.: ;WhHen you are firmly anchored te a -
mechanical resplrator the comparative mobility, freedom
and effectiveness of belng able to get around the house

in a wheel chair and use your own hands to do the ordinary
everyday' jobs seems highlyﬁdesirable though unattainable.

Being so severely paralysed means you stay in the same
corner 24 hours out of 24 hours, and for each and every .
minute of those 24 hours an able person must stay with
you. It means that you must learn to, delegate your
previous responsibilities as far as you can. There must
always be a reliable supply of electri¢ity, and alternative
arrangements for hand-pumping or battery supplies have to.
be organized in case of failure. '

The Children pay, too

_ It means that your children will have to learn to
look after themselves; will have to accept that they do.
not have the outings that would normally be their due; and,

in an affluent society, will have to watch other families
going out on fine summer weekends while they are confined to
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the house with you.

It means that although you are probably aged between 20 and
30 your income is going to be scrutinized by other authorities
until your death. They will have the right to decide how your
income is to be spent.

We feel this particularly as my husband is a responsible
hard working local government officer and it seems that all the
extra expense taken from his income is like imposing a fine for
being careless in allowing his wife to be paralysed. It is a
very good thing in the case of lead swinging for being fined is
a goocd way to end this practice and give every encouragement to
recovery, but where recovery is impossible the continual drain
on the family's income is only adding insult to injury.

Responauts as a race are generally cheerful, patient and
grateful, but they are misunderstood because they are seen as
traditional charges of the cripple societies or chronic hospit-
als. If the idea of being an inmate of a long stay hospital
makes you shudder you are behaving normally. The thought or
it makes responauts shudder too, but quite often they have no
alternative, with all due respect to those hospitals who are
doing an excellent job.

How to do it

The only respos who can hope to live at home are those who
have a large family with lots of members willing to help or a
very rich family with the ability to buy in the necessary help
or a very devoted family who will wear themselves to a standstill
without giving up.

The responaut will have to make everything in his life happen
by remote control; he will have to organize and direct his home,
his job and his recreation by word of mouth or by pressure of any
available residual ability on electrical gadgets.

This is a very encouraging time for responauts to be living,
with astronauts and oceanauts being assisted by remote control,
the efforts of other able bodied human beings and electronic
equipment. ;
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The bravest and best choose to travel through space
or under the ocean with full supporting staffs, the weakest
.and most deprived are still struggling to establish a way
of life in which they can overcome their perpetual current
emergency.

We are faced with an ethical problem of what to do
with responauts after the doctors and engineers have saved
and extended their lives. We have only just started
increasing their expectation of life in depth.

Wheels within Wheels - The Volunteer Emergency Service.

The Volunteer Emergency Service (V.E.S.) is an
independant, voluntary organisation of owners of motor cycles,
sccoters and mopeds -- and in some cases, of cars and vans --
who are willing to offer themselves and their machines, with-
out charge, for any service which is of value to the community
technically which is charitable, and which does not cut
across any commercial, trade union or similar interest.

How to use us

To make contact (routine): write or telephone the
appropriate one of our County Organisers, whose up to date
addresses are regularly published in our monthly magazine;
or Headquarters (1, Plough Lane, Wallington, Surrey -- use
the Wallington 6183 number) who will either act direct as
call-out centre or put you in touch with a local centre.

The magazine is available cn subscription (9/-d. a
year post free) on application to Headquarters.

Emergencies: Telephone the local centre where estab-
lished (or Headquarters -- WALLINGTON 6077 is reserved for
such calls - who act in this capyeity for all Greater London
and most of the home counties, and who maintain also a
complete national register cf members).

Please indicate how quickly a rider is required. Ve
wish to avoid taking someone from his work, if in fact a
few more minutes are available to allow us to find a
shiftworker who is off duty. If it is ever possible to
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to give a standby warning that an emergency call may come shortly,
this would do much to save valuable time.

The Headquarters call-out centre, and some Regional ones,
are open 24 hours a day, 7 days a week including all public
holidays.

~ Mass calls: If occasions arise when numbers of riders
are needed, they can be called out at very short notice. Many
are prepared to cover any distance within the United Kingdom.

Credentials

"V.E.S. Members are provided with a Credentials Card bearing
my signature; and with a distinctive badge carrying the symbol
shown on the cover of this document.

Publicity

Publicity in the Press, on Radio and television, has helped
greatly in establishing the Service and recruiting new members,
and therefore we are glad to have it. However we realise that
there may be occasions when publicity regarding any mission
completed could be discourteous or inadvisable. In such cases,
please advise us.

Supplies _
Further supplies of this document are available on request,
should you require them for other members pf your staff,

(Signed) Margaret Ryerson (Mrs)
National Organiser & Secretary.

The following extract is re-printed by the kind permission of
the author Magnus Ratter.

Dog, Man, God.

In 1874 a church worker found Mary Ellen, a girl of twelve,
shockingly treated by her foster-parents: but as no law had
been broken the humane workers were baffled what to do. Nothing
daunted, Mrs. Wheeler went to Henry Bergh, the famous worker for
animals. He gave advice; the girl at least is an animal; so
they brought a court case on that count, won, from which stemmed
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the child welfare of the new world.

RDVVRTISEMENT

Have you. read "Wider Horlzons", the magazine written
by it's handicapped and housebound readers? It is a bi-
monthly publication, filled with interesting articles,
short stories, reviews, poetry and regular competitions,
and it has a lively correspondence column and Christian
section where thought and opinions on any and every
subject are aired and shared.

Interested? Then send 4s.3d. for a year's subscript-

" ion to: Miss A.M. Dobson,

(W.H. ) (]
Windermere,
Westmorland.

Unconvinced? Then let me send you a sample copy and
leaflet (9d. in stamps, please) and "W.H." can speak for
itself!

For your Information

New Horizons in Rehabilitation
Second European International Seminar July 4th - 10th 1965.

Oxford University
President: H.R.H. Prince Philip, Duke of Edinburgh, K.G.

Daily Programme (Provisional)

Sunday 4th July Arrival and Registration of Delegates.

Monday 5th July Official opening - Cardiac Medicine -
Cardiac Surgery - Cerebral Palsy - Eye
Surgery - Muscular Dystrophy.

Tuesday 6th July Prostheses - their development and future.

Wednesday 7th July. The Role of the Dsy Hospital -
Personality Dlsorders - Visits - Civic
Reception. - :
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Thursday 8th July VWhither Medical Rehabilitation? -
Domiciliary Care - Transport - Building
Standards.

Friday 9th July The Ageing in Industry - Sheltered

Employment -~ The Employer - The Handicapped
speak for themselves.

Saturday 10th July Departures.

BACK RESTS :
s &
Regarding Cheltenham enquiry concerning wind-up back rests.

James Nuthall Limited,
Castleton Spring Works,
Castleton,

Rochdale.

Wind-up bed rest for hospital or domestic-type bed about
0.T. Oxford.

PUBLICATIONS

Toomey J. Gazette, Editorial Office, Box 149, Chagrin Falls,
Ohio, U.S.A.

The Bulletin, Mrs. Alison Barnes, (Ed.), 77 Leith Mansions,
Maida Vale, London, W.9. .

National Cripples Journal, Len Tasker, (Ed.), 30 Thistley
Field, Coundon, Coventry, Warwicks.

The Popinjay, c/o V.R. Stewart Esq., Polio Unit, Priorsdean
Hospital, Milton Road, Portsmouth, Hants.

Puffin, Ken Holland, (Zd.), Polio Unit, Rush Green Hospital,
Romford, Essex.

Wider Horizons, c/o Miss A.M. Dobson, '"Yewdale", Brow Crescent,
Windermere, Westmoreland.

The Cheshire Smile, Frank E. Spath, (Ed.), Le Court, Hants.

The Muscular Dystrophy Group, Quarterly Journal, 26 Borough
High Road, London, S.E.1.
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Rehabilitation (Journal of The British Council for
Rehabilitation of the Disabled) Tavistock
House (South), Tavistock Square, London W.C.1.

BOOKS.

Herizontal Man, by Paul Bates & John Pellows: Longmans.
Pelio is not for Pity, by Irene Holdsworth: Allen & Unwin.
Take my Hands, ty Dorothy Clarke Wilson: Hodder & Stoughton.
Margin of Safety, by John Rowan Wilson: Collins.

Do ask for these books from your public library.

ORGANTSATIONS

It is infended to publish a list of orgonisations willing to
help Respos. The time has corel think, It ig hoped that a
list of names, addresses and telephone nurbers, will be
available for the June issue, We welcome calls from
orgznisztions wenting to help, and suggestions from Respos
about orgcnisations which have been useful. g




THE DONKEY

When fishes flew and forests walked
And fies grew upon thorn,

Some moment when the moon was blood,
Then surely I was born.

With monstrous head and sickening cry
And cars like errant wings,

The devil's walking parody
On all four-footed things.

The tattered outlaw of the earth,
0f ancient crooked will;

Starve, scourge, deride me: I am dumb,
I keep ry secret still.

Fools! TFor I also had my hour;
One far fierce hour and gweet:

There was = shout about ry ears,
And palms before my feet.

G. K. Chesterton.
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