
 

ARGH's main focus is 
group advocacy for 
adults living in the 
Highland region. For 
more information on 
membership and    
meeting details please 
email: 

kb@arghighland.co.uk 

 

 

What is ARGH?  

                                                                                    
Welcome to the argh spring newsletter, a particular wel-
come to our new members. Thank you to all those that have 
contributed to the newsletter this time; Iõm hoping that 
more people will be sending a contribution along for inclu-
sion in our next edition.  Please send anything you wish to 

see included to the one of the addresses on the left.  

Weõd also like to hear from people interested in joining the 
committee and weõre always keen to see people at our 

meetings ; just ask for more information.  

In 2009 Iõd like to see us becoming involved in more local 
issues; maybe you have ideas about what youõd like to see 
us doing; come along to a meeting or get in touch to share 

your ideas. 

 

ARGH is a group run by and for autistic adults. ARGH members are all people who have, 

or may have, an Autistic spectrum condition.  

Membership is currently free (but donations are welcome).  

ARGH meets on the 3rd Thursday of every month from 7pm until 9.15pm. Meetings are 
only open to members except by agreement of the committee. You do not have to at-

tend meetings if you are a member.  

ARGH has a commitment to:  

-Inform service providers about what autistic people really experience.  

-Campaign for better services for autistic people in the highlands.  

-Challenge stigma and discrimination through education about autistic 

strengths.  
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What is going on?  

 

Over the last year we have tried to make sure our members know about 
some of the things that decide what our local services looks like. Also how 
we can all put our views and suggestions forward and who to. These things 
come in the shape of documents mostly and can be very invisible to most 

service users and their families, if they need someone close to advise.  

 

What a lot of people donôt know is there is a duty for services to firstly in-
volve us in our own care and planning and secondly to help shape the ser-
vices to improve care to others like us and thirdly to involve us to help im-
prove any part of service, NHS or Council that we take or grow a special in-

terest in.  

So that could mean a person should be able to ask for the health service 
they get to include sensory issues if they have been ignored before or to in-

clude a contact for times of crisis.  

A person then could be a member of a condition specific group to lobby for 
a service where there is none or to join something like HHVN to work on a 
research group around disability access to include language or colour 

tones to an area or to include autism issues on being taken into a ward.  

At a third level a person can become an óasd expertô lay member on groups 

that run the wider NHS or community care services.  

For instance did you know the NHS NSS are the hidden board behind the 
whole NHS for Scotland and are looking for people interested to help them 
improve everything from blood collection to buying for hidden patient 
groups ï where do those rubber gloves come from and how do staff know if 
you are allergic to them? Who puts gluten free recipes on the hospital 

menus or cafes?  

for our Councils duties come in documents, some of which we have men-
tioned before like PIP -partnership in practice, HAP -health action plan, Au-
tism Pathway, Care 21 (carers with autism should be included) and the High-
land Community Care Plan is being written as we speak and then there are 

the measures but more of them later.  

The PIP has a section on asd services but asd does pop up in other places 
in the document and it has been pointed out in some parts it should be but 
is not by this group. And highlights one reason why being involved and 
knowing who to contact is important. Some of the subjects the PIP covers 

are respite, employment, assessments, advocacy and information.   
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The HAP is more IQ access related but has two lines in it that recognises that 
asd is not only about IQ access to good health care and has opened the door 
to highlight inequalities and discrimination; where patients with hidden needs 
can help access good health screening and through documents like the access 
to NHS services, changing the environment or communication around help to 

access screening or general health care.  

The Autism Pathway is a document which is probably due for review now, 
around the systems available from early diagnosis to care and the profession-
als and departments that can be involved along the way. With Transitions being 
the buzz word this should mean a tie up of care after 16+ and 18+ and now that 
social work services have changed the age range of their teams, NHS and 
Council should cover transition 23+. And what of the adult asd pathway ï well 
óyoung adult teams now go up to age 65 and we were able to input to the Simon 
Webster consultations on services needed and the Bill Cook/JPS consultations 
on what people were needed in the teams ï the first four workers will be in 
place in April ï so you as óasd expertsô should be asked to review the service, 

job specs and future of this service.  

Now I have mentioned that a Community Care Plan is being written and I have 
mentioned measures ï Outcome Measures in fact which really should be de-
fined by us before the plan is written otherwise this could be another plan 
where there is a asd section but needs us to highlight that people with asd do 
not just appear in a silo, in some department next to a shelf marked autism. We 
appear and more importantly do not appear in every department and commu-
nity service. People should look for us and if not then you have the right to sayô 
I am hereô, this is not good for me an d this is how I suggest you can make ser-

vices fit me.  

The Outcome Measures are what Government and planners think their services 
need to do and their view of what a good service would feel like for us éé. but 
without asking us é.. so that at the moment there are several sets of outcomes 
measures and they have decided to rework them with people like us é. they 
are confused, we will be! é. but we hope in this group you will be willing to 

help tell the planners what your good service experience would be.  

 

To view the PIP   www.highlandcouncil.gov.uk       

For a copy of the HAP bill.cook@highland.gov.uk           

To join HHVN   Karen.burnett@hhb.scot.nhs.uk   

To input to the HCCP     ian.thomson@highland.gov.uk   

      To view Care21  www.scotland.gov.uk/Publications/2007   
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 Contribution from Mark W Norton, Secretary, ARGH!   

    In addition to my duties as Secretary for ARGH!, I am also the Convener of 

a voluntary railway user lobby group, called the Dornoch Rail Link Action 

Group, based in the North of Scotland. Our Group was set up in December 

2006 to press for major strategic upgrades to the Inverness ð Wick railway 

line, with the Dornoch Rail Link as one main aim.  

Why? Our line needs a major upgrade to help it, and the area it serves, to de-

velop properly. The Dornoch scheme is proven to save 45 minutes off the cur-

rent journey times between Thurso/ Wick and Inverness. Professional studies 

we have had conducted have proved this to be a big benefit for development of 

Caithness and Sutherland, particularly with the value of rail increasing 

greatly in the face of worsening road congestion, high fuel prices and the need 

to reduce CO2 emissions. To show the case in point, the road journey times be-

tween Thurso/ Wick and Inverness take 2 hours 15 minutes. This compares 

with up to 3 hrs 45 minutes by train to Thurso and 4 hours 15 minutes to 

Wick! In our time challenged society, itõs a miracle that Thurso is still a busy 

station, with Wick not far behind.  

In addition to our campaigning work, I take a great interest in trains in gen-

eral, both modern and old, as seen in the photographs. Yes, I have driven a 

diesel railway locomotive ð honest! The one shown here was used in the 1930s 

to haul peat wagons at about 2 mph in Somerset, and is located at the Wash-

ford Station museum on the West Somerset railway. Driving this machine is 

part of the £2 package paid to look around the museum, and contributes to a 

fun day. In addition, you can have great fun enjoying the train rides of yester-

year in old fashioned carriages behind lovingly restored steam locomotives, or 

heritage diesels, whichever is your preference. Even these days, there is still 

lots to be said for train travel.  

 

The joys of steam travel at Stogumber, West Somerset Railway, July 2006  
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How to drive a diesel loco (it is one, honest!), Washford, West Somerset       

Railway, July 2006  


