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As I step down from my role as chair I would like to 
reflect on how the organisation has changed over the 
twelve years I have been in the role.

FROM silent acceptance of a little known condition 

TO speaking out in a climate of increased awareness not 
only across Scotland but to different corners of the globe

FROM a hesitant atmosphere of sharing beyond family 
bounds 

TO  preparedness to talk to the media of the personal 
consequences of HD

FROM a relatively small body providing limited services 
for a few pockets of the Scottish community 

TO a coordinated organisation able to offer effective and 
wide ranging practical help to anyone in Scotland affected 
by HD

FROM a small organisation known to few 

TO a significant organisation known to the Scottish 
Government through its Holyrood appearances and known 
to many of the public as a prominent charity through 
its recognition gained by intensive media activities and 
awards e.g. recent Scottish Charities Partnership 2015 
Award

FROM a body whose HD specialists were amongst the 
few who knew much about HD and how to deal with it 
professionally 

TO an organisation having access to the latest information, 
advice and help, employing appropriate staff (e.g Financial 
Wellbeing staff) making it available and working with all 
relevant medical and social work bodies

FROM a body with fragmentary or ‘on the job’ education 
HD matters 

TO one coordinating with a university to offer the only HD 
training module of its kind in the world

FROM uncertain and frequently inadequate experiences 
in nursing homes offering respite or long term care 

TO the establishment of Accreditation schemes for nursing 
homes to ensure care is appropriate

And ...What has not changed?.......
Utterly dedicated attitudes of all staff and volunteers in 
any way caught up in HD.  Unparalleled altruistic drive 
to ensure all affected with HD in any way are given the 
support they need

The stimulus for new ideas;  new ways to enable HD 
families to live their lives as fully as possible throughout 
the passage of HD

The limits imposed by available financial resources and the 
tireless efforts to keep the organisation viable

It is has been a life’s joy that I have been caught up in that 
unchanged motivation, privileged and humbled to be 
able to play a small part in the SHA’s history and amazing 
growth

I pray it will continue from strength to strength with 
Catherine in the Chair!

Report from the Chairperson: Philip Fox

I am delighted to  take on the role of chair and would 
like to express my deep appreciation for the twelve 
years of excellent service that Philip has given to the 
SHA. I echo his thoughts on the distance that the SHA 
has travelled and we all know that there is much further 
to go. In my new role, I want to infuse my passion for 
HD in to the vision for the charity and push the SHA to 
even greater success and ensure that every family in 
Scotland gets the right support when they need it.

In these challenging and difficult years, it is essential that 
we are as focussed as possible on the way that the health 
and social care world is changing and that we ensure that 
what we do add as much value as possible to the support 
delivered by the NHS and Local Authorities. 

We must strive to make sure that 
HD is as high up the agenda as we 
can make it and continue to push 
politicians and decision makers to 
provide greater support.  It is time 
for us to show the world that SHA 
is a world leading organisation because we were started 
by families impacted by HD and we ensure that we keep 
families at the heart of everything we do.  Our services are 
led by the people who need them, those impacted by HD 
in Scotland.

It is an exciting time for the charity and I look forward to 
sharing the challenge of the coming years with all of you.

Report from the Chairperson: Catherine Martin
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Writing this report is always a worthwhile opportunity 
to reflect on the year and so much has happened over 
the last twelve months. National Office moved to new 
premises. Our quest started with the imperative of 
continuing to drive down costs as we balance income 
and expenditure and ensure the charity is ‘fiscally fit’ 
to face the on-going pressures of austerity. It was also 
fair to say that our existing accommodation in the 
old Linwood Car Factory administrative building was 
beginning to feel run down. Fortunately a new business 
centre opened last summer just a quarter mile away and 
it boasted excellent and modern facilities at a reduced 
rent so with better, cheaper accommodation on offer, 
there really was only one choice and it has proved 
to be an excellent base. Our new accommodation 
is one large room which has brought the National 
Office team together in one space and promoted 
good communication and strengthened team morale. 
It also brought some wonderful new opportunities 
because the centre backs onto a large storage facility 
and our supportive building manager Joe Cullinane 
agreed to provide us with the use of a large storage 
pod that has enabled us to develop an eBay shop; a 
brand new initiative that we want to grow and bring 
in a new stream of income. Additionally the ample 
meeting rooms have enabled us to hold larger staff and 
volunteer meetings, making further savings. In many 
ways it feels that our move has had a transformational 
effect on the charity.

The way that SHA is delivering services is also transforming. 
This year saw the commencement of our new Financial 
Wellbeing Service. Given the outcome of the election 
we know that austerity will continue along with the 
government’s welfare reforms, but we are now in the 
position of being able to provide first class support to 
families living with HD across Scotland around money 
issues. The new service is not just about benefit issues 
though, it is about financial wellbeing. That means reducing 
the stresses and worries on families around debt, financial 
planning and accessing financial products like pensions 
and mortgages. A key aim of this service is to reach out 
to people living with the genetic risk and other family 
members to make sure that they have information and 
advice at an early stage and have help to put in place 
financial plans that may help insulate them against future 
challenges that HD may bring.

A few months ago I was chatting with a family member 
about her experience of using SHA’s services. As a carer 
she talked a lot about the importance of her HD Specialist 
who she described as a lifeline; someone that had been 
there at some very difficult times. She valued the emotional 
support, specialist information and advice and the help to 
access and coordinate other services. She has three children 
and two of them have been along to summer camp (the 

third is too young) and her oldest child has one-to-one 
sessions with one of the Specialist Youth Advisors. She 
explained that she and her husband had received support 
about talking to the children about HD and had used 
some of the DVDs and leaflets produced by SHAYP. She 
was thrilled about HD Routes and thought it would be an 
excellent tool for everyone in her family. She had attended 
the carers’ conference and family conference and had 
gained enormously from her contact with other families 
and also from hearing about the work towards treatments. 
Her family had just been on a caravan holiday which was 
partly funded through the charity’s Short Breaks Fund and 
she talked about how it had been an opportunity to create 
positive memories for the whole family. Her HD Specialist 
had just made a referral to the Financial Wellbeing Service 
to review the family’s benefits. She and her husband 
attended the local Huntington’s Disease Management Clinic 
where his medication that helps his mood had recently 
been adjusted. She also talked about fundraising she and 
her family were doing and her enthusiasm was infectious 
and it was evident that ‘giving back’ was really important to 
her.

In this woman’s story I saw reflected the charity’s aspiration 
for every family living with HD in Scotland – to create the 
right package of support, at the right time in a way that’s 
right for each individual and each family and that ensures 
everyone has the best quality of life and is better connected 
to support and services.

As the charity continues to grow and develop new services 
and support we are moving ever closer to that aim and how 
we deliver support has begun to transform. An important 
key has been the steady evolution towards multi-skilled and 
team based, community support. Of course SHA cannot 
achieve this on its own. We must work in close partnership 
with a wide range of health and social care services, other 
voluntary organisations and the private sector to achieve 
that goal. This year we have been working with the Scottish 
Government to develop the idea of a national care pathway 
for HD in Scotland. A care pathway helps to establish the 
important elements of care and support that must be in 
place in order to support someone living with HD and their 
family. It is not a prescriptive framework and like the family 
I described above, the right package of support will be 
different for everyone and will change over time, but the 
pathway will help create a national plan that will improve 
the consistency of support across the country. Indeed, if 
we are successful, Scotland will become the first country in 
the world to have such a plan. It will be a powerful tool in 
transforming the care of people with HD experience.

This year has been transformational for the charity. There 
is much to celebrate and much yet to do and every reason 
to believe we can change HD care forever because we are 
‘aiming high and making make good HD care better’!

CEO’s Report: John Eden
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How has SHA impacted the lives of people living with  
HD this year? 

Awareness raising

Financial wellbeing service 
This year, SHA began a new financial wellbeing service providing support with welfare, benefits, money 
advice, financial planning and help with accessing financial products.The service has quickly made an impact 
and has generated financial gains of £80,000 for clients in just the first four months of operation. Just as 
importantly, as the following case study shows  the service is improving the wellbeing and mental health of 
people living with HD.

Mrs A was visited earlier in the year as she had recently 
reduced her working hours and was concerned over 
her financial situation. After a benefit check, it was 
clear that although this client was receiving Disability 
Living Allowance, it was at a lower rate than could be 
reasonably expected. On investigation, it was found 
that this award was for a previous medical condition 
and did not take Huntington’s disease into account. 
The FWO prepared a re-assessment on behalf of the 
client along with an accompanying supporting letter. 
The client was awarded a higher rate of DLA, resulting 

in a weekly financial gain of £54.45. In addition to this, 
the FWO recognised the client was entitled to a Single 
Person’s Discount for council tax as there was only one 
eligible person in the property. As a result of the council 
tax reduction and increased DLA, this client is now 
£3,200 better off a year. On reviewing the case, the client 
expressed a reduced level of financial stress, improving 
her overall wellbeing. This highlighted the equal 
importance of non-financial gains and the positive 
impact this has on a person’s life.

Case Study
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Awareness raising cont...
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Training at SHA
We celebrated the success of our new 
Continuous Professional Development 
Module at Stirling University this 
year.  Firstly because the course 
ran successfully from September 
to December 2014 and 25 students 
undertook 200 hours of study in 
Huntington’s disease.  

The course was evaluated at the 
halfway stage and at completion, 
and feedback was overwhelmingly 
positive. As one student said, 

“…in terms of practice, I have found 
the module invaluable. I am new to 
HD and the coursework gave the 
opportunity to gain knowledge that 
worked hand in hand with my first 
few weeks in post. It has given me the 
confidence to meet with service users 
and answer questions from them and 
to lead a workshop during a training 
day. The work book has and will 
continue to act as a reference guide 
for me.”

Secondly, success also came in the 
shape of the Perfect Partnership 
Award which was given at the 
national charity awards organised 
by the Scottish Council for Voluntary 
Organisations. 

The award recognised the value of 
the course and provided a valuable 
platform for raising awareness about 
Huntington’s disease and will help 
us further promote the course in the 
coming years.



Partnership building featured again in the work that SHA undertook with the 
Chief Scientists Office (CSO) and with the R S MacDonald Trust. Our work with 
Stirling University confirmed something we have known for some time – that 
the evidence base for supporting people living with Huntington’s disease is 
often very under-developed.

With the support of  Scottish Government we engaged with the CSO. We 
prepared a detailed submission for the RS MacDonald Trust, outlining what 
we wanted to achieve by developing a three year research fellowship that 
would focus on improving care for people living with HD. The CSO and the 
Trust jointly committed to co-funding this unique research post and we 
were delighted when Daniela Rae, who was instrumental in developing the 
European Standards of Care for HD was the successful applicant. Working 
under the auspices of Aberdeen university, Daniela’s project will focus on 
identifying what families living with HD need most from the support and 
services they receive. It is a project that will improve our understanding of 
how to deliver support, not just in Scotland, but all over the world. 
  

New Research post

Daniela Rae, Research Fellow,  
University of Aberdeen.
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HD Routes
HD Routes was formally launched by Fiona McLeod, Minister for Children and Young 
People on January 30th 2015. 117 copies of this innovative guide for young people, 
parents and professionals have been provided and it is making a real difference. 

We asked David Drain, Specialist Youth Advisor, who led the project how 
he saw the impact of  HD Routes. David said, “HD Routes has made a 
significant positive difference in the lives of the young people, parents 
and professionals that use it. Not only has the resource helped to 
remove hurdles that exist in relation to accessing accurate and 
age appropriate information on HD, but it has also provided a 
tool that enables young people to develop strategies that increase 
their ability to cope with the many challenges that are created when 
living in an HD family. In essence, the development of HD Routes has 
paved the way for young people living in Scotland to become not only well 
informed about the disease, but also well equipped to deal with the ups and 
downs that they will encounter as they journey on their own ‘HD Route’.”

Volunteering a HOST of benefits
The HOST - Huntington's Online Services Team - are 
responsible for reviewing, designing, developing and 
managing SHA's online services.  A unique service in that 
SHA is the only national charity in Scotland to have these 
services supported solely by volunteers.

The HOST bring a wide range of professional experience 
and skill sets from neuroscience, website design and 
database management to online graphic design.   This is 
a level of support and expertise that would otherwise be 

outwith the financial means of SHA, even if such a capable 
multi disciplined team could be found elsewhere.

This allows SHA to provide a more current, dynamic and 
informative online service.   This means that HD family 
members and health & social care professionals can access 
more reliable, accurate and up to date information than 
would have been the case as well as being partners in the 
design and use of the online services.
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SHA has five family branches throughout Scotland, who aim 
to provide support, information and friendship for people 
with Huntington’s disease, their carers, families and friends.
They all enthusiastically took part in our Tree Planting 
Events in June to celebrate 25 years of SHA.  Each event was 
joined by an invited guest to officiate over the ceremony.   
The first took place at Bandrum Nursing Home in Fife and 
continued round the country, finishing with Tayside branch 
holding theirs at the Neurodisability Unit in Dundee where 
sixteen HD family residents from the Bridgeview Unit at 
Linlathen Neurological Centre, Dundee joined the Tayside 
family branch taking turns to spade soil around a Sorbas tree. 

Mr Douglas Cross, from NHS Tayside said. “It is an honour 
and a privilege to be invited here today to celebrate twenty 
five years of the Scottish Huntington’s Association. They do 

tremendous work supporting HD families in Scotland, and I 
wish them well to continue for another 25 years.”

Lothian branch were joined at Drummond Grange Nursing 
Home, Lasswade, Midlothian, by local MSP Colin Beattie, 
who said; 
‘SHA remains the only one of its kind in the country 
supporting individuals and families living with HD.  
Without their help, we would not have made the incredible 
strides in treatment that we have seen over the past 
two decades. Their huge commitment in raising public 
knowledge of HD is to be congratulated’.

 It was a superb effort by all the branch members, who were 
all delighted to be part of such an occasion. 
  

Branches and support Groups

Linlathan Neurodisability Unit in Dundee  

Fife pictured with MSP Cara Hilton at Bandrum Nursing Home

Michael Matheson, Public Health 
Minister for Scotland helping to 
plant the Forth Valley tree at 
Larbet Woods, beside Forth Valley 



Care pathway day and working with the Scottish Government
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Throughout the year the charity has been working 
with health and social care partners to improve local 
care pathways and this work culminated in a national 
conference on the 31st March which addressed two key 
questions. Should there be a national HD care pathway and 
if so how can it be implemented across Scotland? On the 
former question there was near unanimous support and 

on the latter strong ideas that included the importance of 
local leadership, improvements in networking and greater 
partnership working.

Working closely with families the charity has identified 
the core elements of a care pathway and these have been 
captured in the diagram below.

These core elements diagnosis, financial 
support, condition specific information 
capture the essential health and social 
care that must be in place in every area of 
Scotland in order to successfully support 
people living with HD and this model 
is a foundation stone for future work, 
building a national pathway.

Scottish Government has recognised 
the value of this work by committing 
£60,000 over the next year to fund 
further development and take forward 

the work to create a national pathway 
and subsequently to localise it across 
the fourteen Scottish regions. The 
funding will allow the charity to employ a 
National Pathway Coordinator to lead this 
important work.

Our aim is that the pathway will increase 
the profile of HD as a condition and 
highlight the needs of people living with 
HD to commissioners and planners. It 
will create a national framework that 
will address the inequality in service 
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Following a windfall that was generously shared by the Lothian Branch, SHA set up a short breaks fund that provides 
financial assistance for families living with HD, enabling them to have a much needed break.

To date the charity has disbursed £16,584 in grants to  37 families. For each family the benefits are unique but the following 
example is typical of the benefits.
  

Short Breaks Fund



HD Specialist services
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At the heart of the services provided by SHA are our dedicated team of HD Specialists who ensure that families get the 
support and services they need throughout their journey with HD. 

This busy group of staff undertake a wide variety of tasks and our graph below illustrates the levels of month to month 
contact with families throughout Scotland.

Client contacts

Training and education are a crucial part of our work and throughout the year we deliver around 150 training sessions 
across the country and the following graph illustrates this.

Training Sessions

The Association supports an increasing number of people and the following pie chart illustrates who we support.

Client Status
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Referral date:  Status:  Frequency:  Identified need:
Summer 2006   Symptomatic  Monthly   Ongoing support to changing HD   
          Symptoms

 

Action:
•	 Referral to Locality Planning Group – using newly established Huntington’s Pathway model for integrated Health 

and Social Care Services – services began within 3 weeks of referral
•	 Ongoing support to wife and client – period of change to adjust to new support package / team
•	 Input from HD Management Clinic to review medication in light of recent symptoms changes
•	 Anticipatory Care Plan (ACP) document and discussions completed and forwarded to GP
•	 Bespoke training provided to staff recruited by Self Directed Support (SDS) care provider

Outcome:
•	 Sam has been supported to access his community and feels less socially isolated
•	 Sam’s mood and motivation have both improved with implementation of Self Directed Support package, enjoying 

activities he previously feared he would never participate in again
•	 Julia feels better supported to manage her caring role as Sam now has daily support package allowing her to 

benefit from regular respite
•	 Julia feels able to continue in her employment as stresses at home have greatly reduced
•	 Sam’s physical and mental health changes are better managed following medication review
•	 Sam and Julia feel prepared for their future following ACP discussions which have documented Sam’s wishes and 

decisions about his care
•	 Care Team are able to provide a bespoke and person centred package of care which is flexible to meet Sam’s needs 

following training received from HD Specialist

DATE:
31.07.2015

Background:
Sam lives with his wife, Julia in an end-terraced property which has been adapted to meet his physical needs with stairlift 
installation and wet floor shower area. Sam’s physical health has deteriorated over the past 18 months and he now has 
marked involuntary movements, mobility difficulties and symptoms of low mood and motivation. 

Sam was diagnosed with Huntington’s disease around 10 years ago and has received ongoing support from the service 
since this time. Sam has benefitted from 3 monthly support from the HD Specialist Service though this was increased to 
monthly due to changing health concerns.

Case  
Study



Fundraising
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The Association is to be congratulated once again as the 
income generated from fundraising activity achieved 
£385,711, towards a target of £450,000, which was a 
massive 86% of the budgeted income. Every penny 
counts and helps the Association to deliver a wide range 

of valuable services to families living with Huntington’s 
disease across Scotland. We thank every fundraising 
volunteer for their efforts in raising this much needed 
income and look forward to another successful year as our 
target is £500,000.

Overview

Trust and Grants Fundraising
2014/15 was a very successful year for trust fundraising with 
£161,450 raised from charitable trusts and foundations, an 
increase of 27% from the previous year. We are extremely 
grateful to all the charitable trusts that have supported our 
work this year, helping us to develop and maintain our vital 
services.
 

A particular highlight 
this year was receiving 
an award of £50,000 
from the R S Macdonald 

Trust towards our HD Specialist Service across Scotland. 
This funding will be split over two years and will provide 
essential funding towards the service. 

In October 2014 we were 
delighted to receive 
confirmation of funding 
of £25,000 from the 

Scottish Power Foundation towards the development of 
our Wellbeing Volunteer Service in 2015. This generous 
donation will allow us to further develop and expand our 
Wellbeing Volunteer Service in the East of Scotland.

Awards for All Scotland 
awarded a grant of £10,000 
towards our 2014 Youth 
Summer Camp, providing 
young people living 
in a family affected by 
Huntington's disease (HD) 

the opportunity to have respite from their  responsibilities 
at home and enjoy a fun filled 5 day break.

A full list of the charitable trusts and foundations which 
supported the Association last year is printed towards the end 
of this report.

Community Fundraising
We have so many wonderful people throughout Scotland 
and further afield to thank again this year, who have 
helped to achieve another successful year. We have been 
astounded by the lengths our supporters have gone to 
raise awareness of Huntington’s disease (HD) and vital 
funds. These funds will allow us to continue offering a 
variety of services helping people living with Huntington’s 
disease across Scotland.

There are too many to name individually but please be 
assured your input, hard work and commitment has been 
noted, recognised and valued, we couldn’t have done it 
without you.

We are proud of the countless achievements this year, 
with a variety of stories receiving Scotland wide media 
coverage. These included inspirational fundraising activities 
by individuals and groups from all walks of life, such as, 
SHAre tea for HD, Virgin London Marathon, Walk of Hope, 
tattie barn dance, marathons, cycles, hikes, 80s night, party 
nights and so much more.

The superb events that our fundraisers organised were not 
only about raising vital funds but more importantly the 
awareness of Huntington’s disease raised at each event 
organised in local communities. 

Not only did you help to educate your community about 
HD but your fundraising reduced isolation to families living 
with the condition by offering a social network of activities. 
We have attended various community events this year and 
experienced the enjoyment and quality time these events 
have offered the HD community. We are truly humbled to 
have met all of you.

The year ahead is very exciting and we look forward to 
welcoming more supporters on board. We are planning to 
get out and about meeting existing and new supporters;  
deepening our relationships further by continuing to 
offer guidance and support to our current fundraisers and 
looking ahead to inspire new ones to get involved. Thank 
you!



www.hdscotland.org | sha-admin@hdscotland.org16

Fundraising

During the past year, the 500+ Club rebranded and is now 
known as the SHA Lucky Lotto. Single stakes in the Lotto 
increased from £5 to £6 which realised a total income for 
the year of over £7,000. Prizes also increased to £200, £50 
and £25 for first, second and third prizes. The Christmas 
bonus prize was £300 and was won by a lady from Currie in 
Midlothian.  Thanks to all our loyal players who support the 
charity through this method of regular individual giving. 

Single donations by individual donors beat all records, 
almost trebling the budgeted forecast of £12,000, with 
£34,879 donated. Due to this remarkable success, the 
2015/16 target has been increased to £35,000 which the 
fundraising team hope to surpass. Donations from legacies 
and in-memorium collections also increased to almost 
£9,000. With this in mind the target for the next financial 
year has been raised to £70,000.

Regular Individual Donations were considerably down on 

budget, with only 25% of target income being donated, so 
this is any area of fundraising we will focus on during the 
next financial year.

Give As You Earn donations are a very small component of 
the fundraising total, but every penny counts, so thanks 
to those people who make a contribution in this way. Gift 
Aid payments make another valuable contribution to the 
fundraising total and we are indebted to the voluntary 
commitment made by Mrs Margaret Moncrieff who makes 
all our claims to HMRC.

Looking to the future, it is expected that our new 
Fundraising Officer achieves the budget target of £120,000 
through individual giving. This will be reached by increasing 
the number of players in our Lucky Lotto, increasing the 
number and value of donations from individual regular 
donors and finally the income raised through legacy and 
in-memorium donations.

Individual Giving

Corporate Fundraising
Scottish Huntington’s Association has welcomed and 
benefitted from the partnerships developed with the 
business community across Scotland. Over the past twelve 
months, the charity has actively sought partnerships within 
the corporate sector and many companies across the 
country have benefitted and provided opportunities from 
such a relationship in the following ways:-

•	 Name or Brand Awareness.
•	 Enhancement of a Corporate Image.
•	 Raised awareness of their corporate social 

responsibility.
•	 Improved Investor Relations.
•	 Involvement with the Community.
•	 Improved Staff Relations/Morale.
•	 Cost Effective Advertising and Access to a Specific 

Market.

•	 Tailor made Volunteering Opportunities for local staff, 
mentored by our National Volunteer Co-ordinator.

•	 Personal and Professional Development 
Opportunities for local staff in our award winning 
flexible volunteering programme.

•	 Motivational and Team Building Events for local 
staff teams led by Sarah Winckless,  SHA Patron and 
Olympic Medallist. 

The value of corporate support over the past 12 months has 
reached nearly £18,000, however, the Association is always 
looking for new partnerships, so if you know a company 
that could become involved, call Dougie at the National 
Office on 0141 848 0308.

A full list of the corporate supporters which supported the 
Association last year is printed towards the end of this report.

eBay Online Store
In February 2015 the idea of an online eBay@SHA store 
was proposed as an exciting new method of generating an 
additional income stream for the organisation. On the 9th 
March the new vacancy of On-Line Shop Assistant was filled 
and work commenced on getting the project started. The 
eBay@SHA account was officially operational on 11th March 
with the first item being sold via auction on 23rd March 
(Rolling Stones album) for £4.51 with several other items 
being sold shortly afterwards. 

In this time some marketing materials had been drafted to 
advertise the project and to let everyone in the community 

aware that their donations would be welcome, appreciated 
and put to good use in raising funds. The response from 
everyone involved was extremely positive and there was 
a collective enthusiasm for the project and its promising 
future.

By the end of March a total of £65.81 had been raised 
through 9 transactions with really positive feedback from all 
the buyers. Watch this space next year to find out how the 
eBay Online Store developed, but in the meantime you can 
always make donations of unwanted items by calling the 
National Office on 0141 848 0308.



SHA Treasurer’s Report
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For the accounting year to 31 March 2015

I read a couple of quotes recently, and thought I might share them with you:-

“Strive not to be a success, but rather to be of value” - Albert Einstein

“Success isn’t about how much money you make, it’s about the difference you make in 
people’s lives” - Michelle Obama

Accountants in general, have a habit of measuring success when Income grows and exceeds Expenditure. An analysis of the 
accounts for the year under review would certainly support that viewpoint. 

Income for the year rose to £1,326,810, which represents an increase of approximately 10% from that of the previous year. A 
significant part of this increase relates to the Youth Projects.

Expenditure has also increased to £1,321,178, which represents an increase of approximately 5% from that of the previous 
year. Again a significant part of this increase relates to the Youth Projects.

The clear indication is that by controlling other costs, our overall expenditure has not increased by as much as the increase 
in income. I must pay tribute to the efforts of the entire staff team in achieving these cost savings.

As a result of the foregoing figures, there is a small surplus of £5,632. (In addition, a return on investments brings this to 
£10,505). Reserves now stand at £406,780, which equates to over three months operational costs.

I would like to acknowledge the contribution and continued support from our statutory funders who provide over 60% 
of our funding. Our fundraising team continue to fill the gap which allows us to continue to deliver the services of the 
Association to our members. Almost 85% of our costs help provide these services.

In the current financial year, we will be able to make some really positive announcements, so watch this space!

So those are the numbers, and they indicate that the Association has been successful ... but to return to the original quotes, 
is the Association of value and do we make a difference to people’s lives? I am of the opinion that we have not only met 
these two ideals, but I would suggest that we have surpassed them. 

I shall conclude by thanking the members who have been kind enough to share their stories with me, to express my 
appreciation to the staff for their commitment, to all the volunteers for their support, and to my fellow board members for 
their insight into the financial reviews. 

Kind regards.

Jim Lochery

P.S. as we bid a fond farewell to Philip who has stepped down from his role as chairperson, a wee quote from Robert Burns:-  

“His locked, lettered, braw brass collar, shewed him the gentleman and scholar”



Finance
Statement of Financial Activities 
(incorporating Income and Expenditure Account) 
For the Year ended 31 March 2015

INCOMING RESOURCES
Incoming resources from generated funds
Voluntary income
Activities for generating funds
Branch activities
Investment income

Incoming resources from charitable activities
HD Specialist services 
 Accrued / deferred income adjustment
Youth projects (including Big Lottery)
 Accrued / deferred income adjustment
Volunteer co-ordinator
 Accrued / deferred income adjustment
Service Support and Development

Total incoming resources

RESOURCES EXPENDED
Cost of generating funds
Costs of generating voluntary income
Activities for generating funds:
Branch activities

Charitable activities
HD specialist services
Youth projects
Volunteer Co-ordinator 
Service Support and Development

Unrestricted specialist project (Stirling University)

Governance costs
Total resources expended 

Net incoming/(outgoing) resources 
before transfers
Gross transfers between funds

Net incoming resources before 
other recognised gains and losses
Other recognised gains / losses 
Unrealised gain / (loss) on investments 
Net incoming resources for the year
Total Funds brought forward
Total Funds carried forward

Notes 

2
3

4

5

6

7

8

11

Un-restricted 
funds

£

184,083
7,262

21,837
256

213,438

88,000 
88,000

301,438

141,107

19,546

-
-
-

164,789
164,789

6,720
171,509

8,946
341,108

(39,670)

44,752

5,082

4,873
9,955

378,115
388,070

Restricted 
funds

£

21,453
8,650

30,103

712,924
26,750

283,789
(82,694)

73,250
(18,750)

-
995,269  

1,025,372

34,500

-

791,889 
255,314 

55,388 
50,099

945,570
-

945,570 
-

980,070

(45,302)

(44,752)

550

-
550

18,160
18,710

2015
Total Funds

£

205,536
15,912
21,837

256
243,541

712,924
26,750

283,789
(82,694)

73,250
(18,750)

88,000
1,083,269
1,326,810

175,607

19,546

791,889
255,314

55,388
214,888

1,110,359
6,720

1,117,079
8,946

1,321,178

5,632
-

5,632

4,873
10,505

396,275
406,780

2014
Total Funds 

£

218,944
10,884

9,612
193

239,633

720,701
(26,606)
132,172

10,000
16,000

8,000
107,250
967,517

1,207,150

187,379

16,639

825,928
167,894

54,780
224,061

1,048,602
-

1,048,602
11,056

1,263,676

(56,526)
-

(56,526)

1,496
(55,030)
451,305
396,275

The notes form part of these financial statements. 
All activities are continuing.  All gains and losses in 2015 and 2014 are shown above. 
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Un-restricted 
funds

£

- 
16,945
16,945

6,779
414,949
421,728

(50,603)

371,125

388,070

Restricted 
funds

£

-
-
-

58,452
117,999
176,451

(157,741)

18,710

18,710

2015
Total Funds

£

-
16,945
16,945

65,231
532,948
598,179

(208,344)

389,835

406,780

280,538
15,000
78,732
13,800

388,070
18,710

406,780

2014
Total Funds 

£

-
12,072
12,072

49,548
465,893
515,441

(131,238)

384,203

396,275

263,583
15,000
78,732
20,800

378,115
18,160

396,275

Finance
Balance Sheet 
As at 31 March 2015

Fixed assets
Tangible assets
Investments 

Current assets 
Debtors, prepayments and accrued income
Cash at bank and in hand

Creditors
Amounts falling due within one year

Net current assets

Total assets less current liabilities

Funds
Unrestricted funds - general
Unrestricted funds - designated - Short breaks
    - Pension
    - Activities

Restricted funds
Total funds

Notes 

12
13

14

15

16

These financial statements have been prepared in accordance with the special provisions of Part 15 of the Companies Act 
2006 relating to small charitable companies and with the Financial Reporting Standard for Smaller Entities (effective April 
2008).
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Staff Contacts
Service Contact Name Staff Title Contact Number Email

National Office 
Business First
Linwood Point
Paisley
PA1 2FB
0141 848 0308

John Eden
Dougie Peddie
Sarah Kernahan
Linda Byars
Sally Brewer
David McNiven
Isobel Darroch
Bob Bogle
Iain Thomson
Paddy Mcanena
Mandy Nichol
Susan Sweeney
Colin Wilson

Margaret Moncrieff
Alan Cossar 

Chief Executive
Fundraising Manager
Trusts & Grants Fundraiser
Community Fundraiser
Fundraising Officer
Project Coordinator
Branch/Support Development Officer
Service Manager
Senior Financial Wellbeing Officer
Technical Consultant (Finance)
Bookkeeper
Bookkeeper
Administration Officer

Volunteer
Volunteer

07958 787392
07565 042831

07710 391623

07722 242076
07746 283768
07710 391621

john.eden@hdscotland.org
dougie.peddie@hdscotland.org
sarah.kernahan@hdscotland.org
linda.byars@hdscotland.org
sally.brewer@hdscotland.org
david.mcniven@hdscotland.org
isobel.darroch@hdscotland.org
bob.bogle@hdscotland.org
iain.thomson@hdscotland.org
paddy.mcanena@hdscotland.org
mandy.nichol@hdscotland.org 
susan.sweeney@hdscotland.org
sha-admin@hdscotland.org
colin.wilson@hdscotland.org
margaret.moncrieff@hdscotland.org
alan.cossar@hdscotland.org

Home-Based

01563 543071

Karen Sutherland Operations Manager 07931 590826 karen.sutherland@hdscotland.org

Citizens Advice 
Bureau
12 Bernard Street
Leith
Edinburgh 
EH6 6PY

Jo Baldock Financial Wellbeing Officer 07710 391622 joanne.baldock@hdscotland.org

Ayrshire
Douglas Grant 
Rehabilitation 
Centre
Ayrshire Central 
Hospital
Irvine
KA12 8SS
01294 322305

Julie Mann HD Specialist 07539 308575 julie.mann@hdscotland.org	

Fife / Youth (F&L)
Whyteman’s Brae 
Hospital
Whyteman’s Brae
Kirkcaldy
KY1 2ND 
01592 647993

Jillian Foster
Nicola Johns
Jean Davies
Pete Dalziel-Carruthers

Senior HD Specialist
HD Specialist
Resource/Admin Worker
Specialist Youth Advisor

07881 531840
07930 389105

07538 951425

jillianfoster@nhs.net 
nicola.johns@nhs.net 
jeandavies3@nhs.net
peter.carruthers@hdscotlland.org

Glasgow / Youth 
(S&W)
Unit 2A
David Dale  
Business Centre
159 Broad Street
Glasgow
G40 2QR 
0141 556 4100 
0141 556 2136

Sally Woolvine
Beverley Fox
Liz McConnell
Dougie Johnston
Anita Dasgupta
Kirsten Walker
Grant Walker
Laura Maguire

Senior HD Specialist
HD Specialist
HD Specialist
HD Specialist
Admin/Resource Worker
Senior Specialist Youth Advisor
Specialist Youth Advisor
Youth Support Officer

07812 356619
07812 593060
07715 027360
07715 027361

07983 724201
07903 840524

sally.woolvine@hdscotland.org
beverley.gibson@hdscotland.org
liz.mcconnell@hdscotland.org 
douglas.johnston@hdscotland.org
shaglasgow@hdscotland.org
kirsten.walker@hdscotland.org 
grant.walker@hdscotland.org
shayouth@yahoo.co.uk
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Service Contact Name Staff Title Contact Number Email

Grampian / 
Youth (N&E)
Clinical Genetics 
Centre (NoSRGS)
Ground Floor
Ashgrove House
Foresterhill
Aberdeen
AB25 2ZA
01224 550062
01224 550063

Liz Fraser
David Drain
Katrina Lovie

Senior HD Specialist
Specialist Youth Advisor
Financial Wellbeing Officer

07940 544950
07854 769571
07496 865342

elizabeth.fraser10@nhs.net
david.drain@hdscotland.org 
katrina.lovie@hdscotland.org

Highland
Recreation Hall 
Building
Raigmore  
Hospital
Inverness
IV2 3UJ
01463 729958

Gordon Bogan
Christine Malhan

Senior HD Specialist
Resource/Admin Worker

07788 923776 gordon.bogan@hdscotland.org
shahighland@hdscotland.org

	

Lanarkshire
4th Floor
Hunter  
Community 
Health Centre
Andrew Street
East Kilbride
G74 1AB
01355 597455

Linda Lucas
Corinne Payne
Marta Agnew

Senior HD Specialist
HD Specialist
Resource/Admin Worker

07985 252004
07714 245740

linda.lucas@lanarkshire.scot.nhs.uk
corinne.payne@lanarkshire.scot.nhs.uk
marta.agnew@lanarkshire.scot.nhs.uk

Lothian
Clinical Genetics 
Department
Western General 
Hospital
Edinburgh
EH4 2XU
0131 537 1058

Annette Brown
Trevor Law
Graeme Sutherland-
Lockhart

Senior HD Specialist
HD Specialist
Resource/Admin Worker

07944 274521
07957 374417

annette.e.brown@nhslothian.scot.nhs.uk 
trevor.law@nhslothian.scot.nhs.uk
graeme.sutherland@nhslothian.scot.nhs.uk

Tayside & Angus
Room 3010
East Day Home
Kings Cross 
Hospital
Clepington Road
Dundee
DD3 8EA
01382 424172
01382 424196
01382 424417

Paula McFadyen 
Alison Tonner 
Lindsey Buchanan

Senior HD Specialist (Tayside)
Senior HD Specialist (Angus)
Resource/Admin Worker

07739 883942
07762 038070

sha.tayside@nhs.net
atonner@nhs.net
lbuchanan@nhs.net
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Registered in Scotland: 121496 Scottish Charity No: SC010985

Follow us on Facebook scottishhuntingtonsassociation  
on Instagram scottishhuntingtons
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