F1iSss Uugnired - mr.ndvensdale,
Dear

At the last Cormittee Meeting I was asked to re-=
distribute a Paper I sent to all Committee nembers in November
1963, It was thought this would help in preparing our Plan for
1970, and in planning an sgenda for the proposed General Meeting
in London in January 1970,

In the enclosed version, 1 have listed:-
lo Thoge iteme in the original Paper which I
consider we could perhaps start work on in 1970 within a mpdest
Budget, but given dynamic management,
2, Those other itens which we must protably regard
as impossible to comrence in 1970,

I think it would be @ mistake ©to announce an intention
to deal with any itenms at all, unless our intention is real and
unless we can see our way clear to do so.

The following extracts from ny letter to Committee
nenbers dated November 29th,1968 seem to me %o be still relevant:

The launching of ASB:H in April 1968 'met with linited
success, but it did provide a platform, however small, from
which we could nove forward, There was alsp @ very great deal
of public sympathy created by the World in Action film and
the ITV 4p eal, as was evidenced by the very considerable
number of press-cuttings from local papers which we received
at that tine.

"Since then there has been a seriocus loss of impetus
and we have not sufficiently expanded our operations or our
outlook in the meantime, I feel the time is now ripe for 4
concise re=gtatement of the aims the Comuittee had in npind
in 1967.....1 an aware that the enclosed lists are no%
exhaustive and there are no doubt important omissions,.

"It is clear fpon the zttached that the expenditures
envigaged are colossals, It is a8lsd quite clear that Public
Fands to achiewe these @ims will nof be available in anything
like adequae amounts under the present or any foreseeable
ceomoniic circunstances in this country., What we require is a
vast, but not unattainable,degree of public suppOTrteesecese
and a comprehensive funderalging progpamme,

"In particular we need to create a climate in which it
becomes the fashionable thing to do to support ASBAH." (4s
Shelter hava done in the lifetime of ASBAH Ltd.)"We alsc need
to undertake the very difficult task of creating fund-taising
groups at all levels of society throughout the country = an
operation which will probably take two or three years to take mRfosk
effect, glven the necessary degree of enterprise at the start,
and preferably supported by some novel form of fund-raising Iz waxZ
as well.

"I am aware that the achievement of these aims might be
sald to be a uiopian dream, I do not accept this view, nor do
1 agree that any of the ltems listed are unattainable, given
the nscessary degree of public support. :

"Most members of ASBAH are only waiting for the Ccmmittee
to show again the kind of enterprise and aubition we promised
in January 1967, If we fail to do so, what will the Spina
Bifida and Uydrocephalus Problem be like in ten years® time?"

Yours sincerely,



LIST OlE.
A. Medical Needs,

1, The financilal support of the S.B.Research Soclety and any
developments fherefmdmo.

2, Adequate information channels for Midwives and District Rurses
in all areas, to ensure immediate action is taken after
birth, and to prevent the giving of disastrously false
infornation and prognoses = or even no information at alle

3. Adequate training end informatiocn publications o
physiotherapists,and others &nnthe ancillary medical
services,who are concerned with the manifeld problems
arising throughout chhldhoods

B. Equipnent Needge
1, Skilled investigation is needed,to neet the needs of present-
day life.info walking frames,'charlots", tricycles and
toys generaliy. There are numerous prototypes in usee

C. Welfare Needs,

1. Special provision is needed for the orphaned 8B & H child and
thieg &g an urgent need in certain areas around the mai
treatment centres. The provigion of a '"home! rather than

an institutiocn atmosphere is an over-riding requirement,
if the orphanéd and handicapped child ‘s to have a reasonabls
chance in life. (In 1967 a group of wealthy persons in

North Londeoa proposed to set up a Trust to previde help

in this fisld., Tuwp menbers of cur Cormittee attended an

jnformal first meeting of this group. Where is it now %

If it has dled, can if not be re-constlituted under the

same or different peopls ?)

2, The most pressing needs of parents are often quite un=
sophisticated but none the less real, They can be and
are met by the simple prccess of meeting others facing
the same problens, especlally neeting those whose children
are growing up. &very incentive mist be glven to encourage
the growth of mcre local Brenches and the holding of
local neetings.

3. A vast amount of information still needs to Le published In
the form of leaflets and booklets, covering the complete
range of problems which may be faced by the affected
fanily and its medical advisers. A conslderable expansion
of LINK is also planned for the future. Requesis for
infornation form & very large part of all local Secretaries®
post, and of that going into City Road.

D, Educational Needsg,

1. Research inio the forecast future needs yedr by year. wWe
have found this cannot be dong by an insert in LINK. We
should find some other method,

2, Active co-operation with educational research projects, such

as that started under the G.L.C. in 1963,

B. Vocation:l Training and BEaployment.
(4s long as a year ago, this problem wads causing grave concern
at Chailey Heritagee The problem will becoms insoluble
if we do no% commence work on it now, This is one problen
vhere we can still be in timss.) ;

1., Considerable work is called for in the development of new
courses b0 meet present-day needs. E.g. speed-writing,
computer=programning, punched-card operation, printed
electrical circuits etce.. These will call for close
contact with those aduinistering the (few) present
Tra%ning Centres,
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¥. Branch Needs.

1. Provision of an adequate Advisory service for Branch Officers
on such matters as Adninistration, Finance, the Medical and
Welfare problems of their members and other matters, This
will entail close personal contact, perhaps by a Branch
Liaison Officer.

2. Advise Branch Officers continually on contachs with Local
Aathorities, esrecially County and County Borough Health,
Educaticn and Welfare Departments.

3. Where possible, ensure that local Officers are competent to
cope with the work put upon them. In particular ensure that
parents of young handicapped children are not burdsned
Indefinitaly with the task of administering growing Branches,
s0 credting further problems both for the Branch and for
the family itself, Such i3 the result of our present structure
and in nany cases the Branch or the family suffers. Toc many

local Secretariss are seriously over-worked in their spare
timée»

B. Overseas,
1, The active enconragement of the growth of gimilarw organisations
overseas ghould rapidly become an 3mportant feature.

Y Cum eRn WS T Om emw 0on ey GEs  dem ems

A. Medical,.

1, Research inte Causes, methods of treatment and prcbiens
arising after initial treatment., especially re hydrocephalus
and kidney failurs,

2o Establishment of many more Treatusnt Cenfres at which comprehen=
sive follow=-up treatment can be néde availables

3. Initiation of nors postegraduate courses promoted by ASBAH.

(If ASBAH cannct in the long vun provide vagsh funds; there
seens little likelihocd of any other organisation cdoing it
for us. The Health Service can hardly support i%s present
essential requirements and S@T?iCQSeg

B. BEguipment.

1, Turther work is needed on Calipers, fastenings, crutches etc,
especially as regards weight, folding, expansion, flexibility,
speed and convenience,

2 Wneelchairs - broadly as in 1. above.

o Invalid cars.

o Alds to independent living - kitchen equipment, long=handled
tools, bathroom fittings etec.. luch work has been done
already by various bodies. ASBAH must do its quota.

C. Welfare.

1. There is need for & great expansion in the field of Welfare
Workers,

2» Provision of Play Schools and Day Nurseries.

3. The establishnent of a substential Benevolent Fund %o neect
permanent as well ag temporary calls for help, including
financlal and other care for members? children who nay
beeome prphaned or in other needs

D. Educatlon,

le Creation of a climate in which, where apprupriate, the
admission of SB children into normal schools becomes the
accepted policyy wherever it is in the best interssts of the
child.

2o Provision of special facilitiss - e.g. ramps, 1lifts,

3o Encouragement of special classes forithe PH in normal schools.

L. Provision of more special Units and Sprecial Schools,

5s Resmearch into the best educational mechods available.

E. Training and Foploynent,

: Lle Provigion of more Special Training Centres.
2o Provision of Residential Centres near the Training Schodls.
3o Aptitude Testing in collaboration with Universities,
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s Branchesa
1. Encourage the rapid growth 6f new Branches and the sub=-
division of present ones where necded,
2o Agsist various local projects which have been or cgght to
be started to meet particular local needss
8o
G. Overseass
1. The enccuragement of research work of all kinds should be
supplemsnted by the free fliow of information,.
2, Internaticnal Conferences should naturally fom a part of
this work at all levels, not only medicale

Notes:The items in List Two have been abureviated.

Since the comment was written a year ago that, if
ACSB-II cannot raise vast funds, there seems little
1iklihood of any other organigation doing our job
for usy, I have been teld by somecne who may or may
not have been in @ position to know, that this is
not the case, I was given to understand that one or
more of the '"major charities® was standing aside

to see what ASBAI made of the problem before stepping
P PP

ing with or withou% the co=operaticn of ASBAH,
9 1Y

My perscnal inclination is to disregard this information.

F.G. irmour,



ASSOCIATION FOR SPINA BIFIDA AND HYDROCEPHALUS LTD.

"Our Plan for 1970"

LIS ONE

Mcdical Ncceds.

l., Thc finencial support of the S.B. Rcgaarch Socicty
and any dcvclopments thercfrom.

2. Adcquatc information chenncls for Midwivcs and
District Nurscs in =211 arcas, to cnsurc immecdiatc
action is tekcn aftcr birth, and to prcvent the
giving of disastrously felsc informetion and
prognoscs - or cven no information at all.

3. Adcquatc training end informetion publications for
physiothcrapists, and others in the ancillary
mcdical scrviccs, who arc conccrncd with the
manifold problcms erising fhroughout childhood.

Equipmcnt Nceds.

1., Skillcd invcgtigetion ig nceded, to mecet the nceds
of prcscnt day lifc, into walking freamcs,
"chariots ", tricyclecs and toys gcncrally. There
arc numecrous prototypcs in usc.

Wclfarce Needs,

1. Spccial provision is nccded for the orphancd 8B & H.
child and this is an urgent nced in certain arcas
around the main trcatment centrcs. The provision
of a "home" rathcr than an institution etmosphcre
is an over-riding rcquircmcnt, if thc orphancd
and handicapped child is to havc a rcasonablc
chance in 1life. (In 1967 a group of wcalthy
pcrsons in North London proposcd to set up a Trust
to providc hclp in this ficld. Two mecmbers of our
Committce attendced an informel first mceting of
this group. Where is it now? If it has died, can
it not be re-constitutcd under the same or
different peoplc?)

2, The most pressing nceds of parents arc often gquite
un-sophisticated but none the less recal. They can
be and arc met by the simpla proccss of meeting
othecrs facing the same problems, especially
mecting those whose childrcn arc growing up.

Every inccntive must be given to cncourage the
growth of morc local Branchcs and the holding of
local mcctings.

3. A vast amount of information still nceds to be
published in the form of lecaflets and booklets,
covering the complcte range of problems which may
be faccd by the affectcd family and its medical
advisers. A considerable cxpansion of LINK is
also planncd for the futurc. Requemts for
information form a very largc pert of all local
Sccretarics' post, and of that going into City
Road.

ContlRIIEE s oo sroi



Continuedi....,

D. Educational Necds.

1. Rescarch into the forccast futurc needs year by ycar.
We have found this cannot be donc by an inscrtin
LINK. Wc should find somc other mcthod.

2. Activec co-operetion with cducational rescarch
projects, such as that started under the G.L.C.
in 1968,

E. YVocational Training and Employmecnt.

(As long 2s a ycar ago, this problem was causing grave
concern at Chailey Heritege. The problem will
become insoluble if we do not commcnec work on it
now. This is one problem whecre we can still be in
time, )

l. Considerablec work is called for in the deveclopment
of ncw courscs to mect prescnt day ncceds, c.g. specd-
writing, computcr-programming, punchcd-card
opcration, printed clcctrical circuits, ctc., Thesc
will call for closc contact with thosc administering
the (few) present Training Centres.

F. Branch Nceds.

1. Provision of an adecquatc advisory scrvicc for Branch
Officers on such mattcrs as Administration,
Finencc, the Mcdical and Welfarc problems of their
members end other matters. This will cntail closec
pcrsonal contact, pcrheps by a Branch Liaison
Officer.

2. Advisc Branch Officecrs continually on contacts with
Local Authoritics, cspcecially County and County
Borough Hcalth, Education ond Welfare Departments.

3. Wherc possible, cnsurc that local Officers arc
compctent to cope with the work put upon them, In
particular ecnsure thet parcnts of young handicapped
children erc not burdened indefinitely with the
task of administering the growing Branches, so
creating furthcr problcms both for the Branch and
for the family itsclf. Such is the result of our
prescnt structure and in many cescs the Branch or
the family suffers. Too many local Sccretarics
arc scriously over-worked in their sparc time.

G. Overscag.

1. The active cncoursgement of the growth of similar
organisations overscas should rapidly become an
important feature.

LIST TWO

A, Mcdical.

l. Rescarch into causcs, methods of trcatment and
problems erising after initial trcetment, especi-
ally rc hydrocephalus and kidncy failure.

2. Establish ent of many morc Trcatment Centres at which
comprchensive follow-up trecatment can bec made
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3. Initiation of more post-graduetc courscs promoted by
ASBAH. (If ASBAH cannot in thc long run provide
vast funds, there sceems little likelihood of any
other organisation doing it for us. The Health
Service can hardly support i#s present essential
requircments and scrvices.)

B. Equipment.

1. Further work is ncedcd on Calipecrs, fastcnings,
crutches, ctc. especially as rcgards weight, folding,
expension, flcexibility, speccd and convcnicnce. '

2. Wheclchairs - broadly as in 1. abovec.

3, Invalid cars.

4, Aids to indepcndent living - kitchen cquipment, long-
handled tools, bathroom fittings, ctc.. Much work
has t~en donc alrcady by various bodics. ASBAH must
do ites quota.

C. Welfare.

1., There is need for a great expansion in the field of
welfarc workers.

2. ©Provision of Play Schools and Day Nurseries.

3. Thc establishment of o substantial Bencvolent Fund to
meet permanent as well as temporary calls for help,
including financial and other carc for membcrs'
childrcn who may become orphancd or in othcer necd.

D. Education.

1. Creation of a climate in which, whecrc appropriate, the
admission of SB childrcn into normal schools bccomes
the acceptcd policy, wherever it is in the best
intcrests of the child.

2. Provision of spccial facilitics - c.g. ramps, lifts.

3. Encouragement of spccial classcs for the PH in normal
gchools.

4, Provision of morc spccial Units end Spccial Schools.
5, Rescarch into the becst cducational mcthods available,
E., Treining and Employment.

1. Provision of morc Spccial Training Ccntres.

2. Provision of Recsidential Centrcs nesr the Training
Schools.

3. Aptitude Testing in collaboration with Universities.

F. Branches.

1. Encourage thc rapid growth of ncw Branches and the
sub-division of prescnt oncs wherc ncecedcd.

2., A4ssist various locel projccts which have becn or
ought to bec startced to mect particular local nceds.
G. QOversecas.

1. Thec encouragemecnt of rescarch work of ~1l kinds should
be supplcmentcd by the frece flow of information.

2. International Confecrencecs should naturally form a part
of this work at all levels, not only medical.



