
Contacts for Devon Branch 

Committee: 

 

Chairman 

Vacant Position 

Treasurer 

Richard White 

whiterichard@me.com 

01392 881 216 

07834 238147 

 

Secretary 

Michael Cronin 

01803 313414 

07743475010 

mcronin38@gmail.com 

 

Fundraising Officer 

Lil Badcock 

cheflil@hotmail.co.uk 

07779864013 

01395 577366  

 
 
 
 
Newsletter Editor 

Hilary Sharp (Bill) 

hda.devon@btinternet.com 

01837 52593 

0794 1313217 

Useful information: 

 

Devon Regional Care Advisor 

Charles Whaley 

01579 345480 

Charles.whaley@hda.org.uk 

 

 

Huntington’s Disease Association 

(HDA) 

Suite 24 

Liverpool Science Park 

Innovation Centre 1 

131 Mount Pleasant 

Liverpool L3 5TF 

0151 331 5444 

 

Devon Carers Link 

Westbank Community Health & Care  

The Healthy Living Centre 

Farm House Rise 

Exminster EX6 8AT 

www.devoncarerslink.org 

08456 431 341 

 

www.hd-devon.org.uk 

The HDA is a registered charity number 296453. 
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Why not come and have some lunch with representatives from your 

local branch on  

Friday 19 April 2013 

at  

Lopes Unit, Mount Gould Hospital, Mount Gould Rd,  
Plymouth, PL14 7QD 

 

Light refreshments at 12 noon 
Meeting 12.30 to 2pm 

 

Take a break from whatever you are doing that day,  

come and join us, meet new friends, share experiences,  

or just sit quietly with others affected by HD. 

 

We would love to see you—everyone welcome. 

This meeting will in part, be our AGM, but don’t let that put you off!  

The business side of things will be over promptly so that we can all 

have a friendly chat. 

If you have difficulties with transport, see whether you can get help 

with this to the meeting — see page 9 and enc leaflet 



Get Together and AGM 

19 April 2013 at  12-2pm 

 

Agenda 

1.  Welcome and introductions. 

2.  Memorials 

3.  Minutes of previous AGM 

4.  Chairman’s Report 

5.  Secretarial Report 

6.  Treasurer’s Report. 

7. Presentation of accounts 

8. Adoption of accounts 

9. Recommendations 

10.  Election of officers to Executive Committee 

11.  Fundraising Committee 

12.  Website launch 

13. Chairman’ discretionary business 

14.  Close of meeting 

Before the meeting (during refreshments) and at the close of the 

meeting, there will be time for chatting and meeting people and 

discussing challenges you face. 

 

The whole family is welcome — the more, the merrier! 

Whilst we are looking to recruit people on to the committee, and 

would be delighted if anyone wants to get involved (ring Richard 

on 01392 881 216 for an informal chat), do come along to the 

meeting, even if you don’t want to be on the committee — you will 

find it a good source of support and advice. 

 

Lopes Unit, Mount Gould Hospital, Mount Gould Rd,  
Plymouth, PL14 7QD 

Talk to the Holsworthy Community Forum     

 

Last year we received a request from the Holsworthy community forum 

to provide a speaker at one of their regular meetings. We readily 

accepted this invitation as we had, for a long time, been trying to find 

a way of spreading HD awareness in the North Devon  area.   

Our treasurer, Richard, was sent as our ambassador and reports as 

follows: 

“On Thursday 21st March Ann and I attended the Holsworthy 

Community Forum to talk about Huntington’s, taking with us a 

computer generated presentation which outlined the objectives of the 

Devon Branch.  

The whole experience was very interesting for both of us, and certainly 

opened up many possible avenues for our branch to develop 

awareness in the North Devon 

region. The Forum was 

attended by 16 people 

representing a variety of 

organisations including the 

Alzheimers Association, Link 

Devon (shortly to become 

Healthwatch -  to be launched 

in April 2013), Local press 

officer, Lions Club, Rotary 

Club, Torr Age (help and 

befriending organisation for 

the over 60’s), Torridge 

Volunteer Centre and Stroke 

Victims. The leader of the 

Torridge District Council also contributed to the meeting. 

We left feeling that the involvement in this Forum was well worth while 

and could only marvel at the enthusiasm of this group which was lead 

by Mr Crispin King. The press officer assured me that she would be  

reporting the Huntington’s talk in two local papers and hoped that this 

would help us in promoting awareness in North Devon. The Rotary 

Club member also hoped that his club could get us involved in a 

future event which would afford further exposure in the area.  

A good and possibly valuable experience!!” 

Richard & Ann          



If you are a carer then 

someone depends on you, but 

what happens if you are 

suddenly unable to care?  If 

you are out of action or 

involved in an accident there is 

an Alert Card scheme which may be of interest to you.  The card 

notifies people around you that you are a carer and that without you, 

someone somewhere may need extra support.  Either you or the 

people with you can then call the number on the care card to initiate 

your pre-prepared contingency plan.  Devon Doctors on Call are 

providing a 24 hour call response service to support the scheme.   

If you would like to join the Alert Card scheme please contact Devon 

Carers Link on 08456 431 341 

Council Tax reduction for disabled people 
If you think you are entitled to a reduction in our Council Tax, you 

need to write or phone your local council.  The council will send you 

a form to complete or you may be able to do this online.  You may 

receive a visit from a Council officer (remember to check their ID 

before welcoming them into your home) and you will need to prove 

you are disabled (your doctor may help with this). 

If your reduction is approved you will see the reduction appear in 

your next Council Tax bill and it is usually backdated to the date you 

applied.   

If you don’t ask you don’t get! And so many people don’t apply for 

benefits and discounts they are entitled to. 

Want an adventurous holiday and think HD may 

stop you?  Think again. 

www.DisabledTravellers.com 

This website gives links to specialist tour companies 

and has lots of advice and links — although it is 

American, there are lots of useful information and 

companies people in the UK can use. 

There is even access on the website to travel companions who will 

assist you on your journey and holiday. 

HD Association News Items 
 

National HD Association AGM 2013 

The HDA’s AGM & Family Weekend will be taking place this year 

from 4th to 6th October at the Holiday Inn, Telford. A booking 

form and raffle tickets will be sent out, as usual, with the main 

June newsletter. We look forward to seeing you there!  

 

Awareness Week 

This year’s Awareness Week will take place from 10th to 16th June 

and the theme will be based around carers. We will be working 

closely with the HD Alliance covering England, Wales, Scotland, 

Ireland and Northern Ireland, to co-ordinate our approach and gain 

maximum benefit from the awareness raised across the country. 

Watch this space for more information in the coming months!  

Resignation 

It is with great regret that we have to tell you of the recent 

resignation of Peter Frier as Chairman of the Branch. Peter's 

decision to resign has come after a year of poor health. All of us 

who have known Peter for any length of time will know that this 

decision must have been difficult for him as he has, together with 

Shakila, been dedicated to branch business for a very long time. 

Peters contribution to the HD community has been marked by very 

special qualities which have endeared him to many sufferers, their 

families, carers and health professionals. 

 

My own involvement in the branch was as a direct result of 

meeting Peter and Shakila and being amazed 

at how dedicated and caring they both are. 

Added to this the combination of Pete's 

enthusiasm, sense of humour and ability to 

talk to people in such a spontaneous manner 

has always been inspirational. 

 

Thank you Peter for all your help and 

leadership that you have given to so many of 

us, over so many years.  We all wish you a 

well deserved rest from HD and a speedy 

return to good health. We all hope you will 

keep in touch. 

 

Richard (Branch Treasurer)   

That smile has captured so 
many of us on meeting 

Peter - always full of fun  
and  so very caring.   



Financial Support Update 

During this financial year we have supported families in various 

ways totaling £1,517.  For your information we are reminding 

families of the Welfare Grant Guidelines & Criteria that are applied 

by the branch. (see opposite page).  

The Devon Branch of the HD Association. is actively committed to 

raising money to assist and support people affected by 

Huntington’s Disease.  Fundraising takes many different forms 

including sponsored events, social activities, store collections, 

collection tins and donations.  Each year the Branch is able to send 

money to Head Office, towards HD research, the Regional Care 

Advisory service and other national initiatives. 

An important function of the Branch is to also help local people by 

offering Welfare Grants.  Applications will be considered for 

anyone suffering hardship caused by Huntington’s Disease in 

Devon. 

Applications need to be formally made by letter or email and 

are Charles Whaley, Regional Care Adviser Tel: 01579 345480 

Fundraising Update 

During 2012 we had a rest! Unfortunately more than one member 

of the committee suffered health problems and it was agreed that 

a rest was needed, resulting in the decision to  cancel a repeat of 

our previous “Jazz in the Garden” 2012 event. It turned out that 

this was one of our better decisions as the heavens opened and 

never shut for the rest of the summer!! 

Although events did not happen as in previous years we still had 

many kind donations from members and friends - this amounted 

to a very useful £1500!  So many thanks from all of us to all of 

you. It goes without saying that without your help we could not 

help others!  

Lil Babcock, our Fundraising Coordinator, will be considering other 

fund raising opportunities and would welcome any ideas from 

readers of this newsletter. 

Lil would be delighted to know if anyone is available to join her 

fund raising committee or just be a volunteer helper for individual 

events.  Our intention is to build a list of possible helpers who we 

can call upon when planning extra events.  

Contact Lil: 01395 577366  

Committee Matters 

The last Devon Branch executive committee meeting took place on 

27th February 2013 with the purpose of formulating plans for the 

future - this after a long period of reduced activity within the 

Branch. 

The meeting was attended by Peter Frier (Chairman), Michael 

Cronin (Secretary), Richard White (Treasurer), Charles Whaley 

(RCA), Wayne Brant (Observer) - Apologies  were received from Lil 

Badcock (Fundraising Coordinator) 

Amongst objectives discussed was the need to review the 

committee membership with a view to obtaining a closer link with 

the Plymouth support group. I t was hoped that this could be 

achieved by co-opting a member of 

the Plymouth group onto the 

Branch executive committee.  This 

would be particularly valuable if 

any of the existing committee 

offices became vacant.  In this 

respect all existing committee 

members would review their own 

positions and consider possible nominations.  Future committee 

structure and nominations would be ratified at the next branch 

AGM in April.  

The committee agreed that efforts should be made to revive our 

fund raising role, without which we will be less able to support the 

HD community.  We are committed to providing local grants, as 

and when necessary, and making an annual contribution to the 

national HDA organisation.  

If you are able to help with fundraising for the Branch, please contact  

Lil Badcock on  

cheflil@hotmail.co.uk 

0777 9864013  or  01395 577366  

Lil is always grateful for raffle prizes, people who will help with a 

street collection, etc.   

If you are thinking of having an HD fundraising event at work or with 

friends, then let Lil know—she may be able to help. 

Remember the Branch have a trailer crammed full of leaflets and 

information that we can bring to events, fetes, fun days, etc.   

  



Do you need help with travel / hospital / doctor visits? 

 

Single Point of Contact services (SPOCs) are agencies in the 

voluntary sector which provide local knowledge and expertise on 

transport needs and travel options. They help residents of their 

area to reach medical appointments across Devon and out of area. 

 

East Devon  

(East Devon District Council & Exeter City Council areas). 

TRIP Community Transport Association 

29-31 New Street, Honiton EX14 1HG 

Telephone 01404 46529 

Mid Devon  

Tiverton & District Community Transport Association 

Multi Storey Car Park, Phoenix Lane, Tiverton EX16 6NB  

Telephone 01884 242099 

North Devon & Torridge 

Go North Devon Ltd 

The Shopmobility Centre, Albert Lane, Barnstaple EX32 8RL 

Telephone 01271 314332 

 

West Devon & South Hams  

TASS 

The Anchorage Centre, Chapel Street, Tavistock, PL19 8AG 

Telephone 01822 617525 

 

Teignbridge 

Volunteering in Health, Mill Lane,Teignmouth, TQ14 9BQ 

Telephone 01626 771143 

 

Transport in the Community 

If you are not able to use public transport then Transport in the 

Community may be of help.  They run Shop Mobility (wheelchair 

and mobility scooter loan), Community Buses, Community Cars 

(volunteer drivers), Ring and Ride and Wheels 2 Work (supplying 

scooters to unemployed people to assist them getting to 

interviews and training. 

 

Find out what is available in your area by referring to the 

leaflet enclosed with this newsletter.  

Charles Whaley 

Your Regional Care Advisor 

01579 345480 

charles.whaley@hda.org.uk 

Welfare Grant Guidelines & Criteria 

 

Applications need to be formally made by letter or email and are 

considered in conjunction with or via the Regional Care Adviser. 

Applications are treated in strictest confidence and are considered 

according to need and in the light of resources available.  

Committee members require as much information as possible to 

determine priority and individuals are asked to provide all relevant 

information in support of their application. 

There is an expectation that all other avenues of financial support, 

including statutory services, have been explored prior to seeking 

HDA financial support. 

Payments are unable to be made in respect of debts, funeral 

payments, equipment that should be provided by statutory services 

or items or services already purchased. 

The Welfare Grant is administered by the Devon Branch Committee 

who liaise and meet on a regular basis. A minimum of 2 Committee 

members and the RCA are required to approve each payment. 

The maximum award which can be made is £500 and successful 

applicants will be considered for no more than one grant per year. 

Appeal is via the H.D.A. Complaints Procedure. 

Payment will be made by a Branch cheque from the Treasurer 

Where items have been purchased by use of HDA grant, the Branch 

will not be liable for any ongoing maintenance, servicing or health 

and safety responsibilities. 

For further information, advice or clarification,  

please contact – 



Jazz in the Garden 

Save the date… 

10 August 2013 
This wonderful event is happening again this year.  There 

will be an amazing auction, a jazz band playing whilst 

you enjoy your picnic, lots of games in the garden and 

general fun and antics.  More details in the next 

newsletter. 

Come along, if only to see if 

the hysterical human fruit 

machine is putting in an 

appearance this year. 

We need: 

 raffle prizes  

 auction items 

 help with planning and set up  

 all help gratefully received 

  

If you can help, please ring  

Richard: 01392 881 216  

or contact Lil at cheflil@hotmail.co.uk / 01395 577366  

 

This is our major fundraiser of the year and everyone 

is welcome.   

Thank you to Richard and Ann for the use of their 

beautiful garden in Silverton once again. 

 

www.hd-devon.org.uk 
 

We are pleased to announce that a new version of the Devon 

Branch website has been launched.  Have a look at www.hd-

devon.org.uk (or www.fightthefire.co.uk)  

Some of you will be aware that the original website was designed to 

promote our "Fight the Fire" campaign which centred around the use 

of a vintage fire engine. The appearance of the fire engine at various 

events did much to raise public awareness in our region.  

We are now changing the emphasis of the website from public 

awareness to more useful information about locally available 

services and facilities. 

We hope you enjoy exploring the site and feel free to tell us about 

any changes or additions that could be made to improve the 

existing material. 

Comment on the new website:   

“I visited www.hd-devon.org.uk and found it incredibly useful and 

informative.  It is easy to navigate and more accessible than most 

sites.  Well done.” 

There has been an amazing amount of work into setting up the 

website and huge thanks to [ who??? ] and Richard White for 

all their efforts. 

Useful numbers 

Disability Information Service 

0845 155 1005 

www.devon.gov.uk/dis 

Advice and information for people with disabilities, their families 

and carers in Devon. 

NHS Direct 

0845 4647 

A confidential 24 hour service offering information on particular 

health conditions and what to do if you or a family member is 

feeling ill.  Also provides information on services such as doctors, 

dentists, pharmacies, self help and support groups. 


