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“I believe that LTCAS is an excellent organisation and is 
achieving valuable things” 

LTCAS 2009 membership survey 
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 Chair Introduction  
 

 

 
Chairing the LTCAS has at all stages been exciting and rewarding  but none more than 

this year. 
 

Having a strong and committed team, passionate about improving the lives of people 
living with long term conditions has allowed us to ensure your voice is heard and to 

facilitate the changes required to move forward. 

 
This report will describe all of the ways this is being achieved and I am sure you will all 

be as encouraged as I am by all that is happening. 
 

Our partnership with government is enabling us to listen and respond to member 
organisations and those they represent in an unprecedented way. 

 
I would like to thank and pay tribute to our partners in the government for empowering 

and supporting the LTCAS and through us, all of you. 
 

In the year ahead we will continue to do all we can to ensure the focus on delivering for 
those with long term conditions remains. And equally importantly we will continue to 

listen to you and provide a voice for you throughout our work. 
 

It’s all about people really in our partnerships and our members – it’s been great 

working with you all and I’m looking forward to continuing that in the year ahead. 
 

Audrey 
 

 

 
 
Audrey Birt 

Director Breakthrough Breast Cancer for Scotland 

Chair of LTCAS Board 
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People Not Patients 

LTCAS has seen great achievements, developments and growth 

since the summer of 2008.  Successful negotiations with the 
Scottish Government saw the launch of the self management 

strategy for Scotland.  As far as I know this is the first time in the UK that national 
policy has been written by the voluntary sector and accepted and implemented by 

national government.   
 

This strategy has become the key stone in our negotiations with government.  Through 
it we negotiated three year funding for the Hub, for our increased staff team and £4 

million over two years for the self management fund.   
 

I am honoured to be LTCAS’ first Chief Executive and delighted to work with a very 
strong, capable and enthusiastic team.  I am also very pleased that our membership is 

steadily growing as members are central to directing the work we do and the 
approaches to our work.  This is demonstrated by the strong numbers of members 

attending LTCAS events and the willingness of our members to represent LTCAS at 

external events.  I really appreciate everyone’s involvement.    
 

Moving into our newly refurbished offices in October 2008 was a very exciting time.  
We have set up office systems to support our work, engaged with many people 

involved with our work and most recently asked our members about a new manifesto 
to guide LTCAS’ future work.  This will inform our future direction and we will launch in 

early 2010.   
 

Working as a conduit between our members, providers of services and the Scottish 
Government has never been more relevant.  The voice of people with long term 

conditions is being heard and we need to make sure that this goes from strength to 
strength.  We aim to ensure our mantra, people not patients, is heard.  LTCAS is fully 

committed to continuing to play our part in making this happen.  
 

This annual report sets out a flavour of what we have achieved over the last year and a 

half and a snapshot of where we hope to go in 2010.  My sincere thanks go to all 
involved in our ongoing work.  May our strength in working in partnership continue and 

grow and flourish.   
 

 
Susan Douglas-Scott 
Chief Executive 
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About LTCAS 

This strategy has become the key stone in our negotiations with government.  Through 

strong, capable and enthusiastic team.  I am also very pleased that our membership is 

to guide LTCAS’ future work.  This will inform our future direction and we will launch in 

This annual report sets out a flavour of what we have achieved over the last year and a 

involved in our ongoing work.  May our strength in working in partnership continue and 

Our Vision 
 

LTCAS wants to see and aims to contribute to a Scotland where people with long term 
conditions enjoy, not endure, full and positive lives.  Lives free from discrimination and 

supported by high quality services. 
 

Our Work 
 

LTCAS works with voluntary organisations across Scotland.  This helps us reach out to 
the voice of over two million people living with long term conditions, their families and 

unpaid carers.  Our overall aim is to help these voices be heard.    

LTCAS is led by its members and this allows us to harness their expertise.  A key part 

of this is gathering people’s stories of their experience of living with and managing their 
conditions.  This in turn provides LTCAS with a focus for influencing a shared policy and 

practice agenda. 
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Highlights of 2008-9 

Influencing Policy and Practice 
 

Working in Partnership 

•  The Long Term Conditions Action Plan; “Better Health, Better Care”  

•        – development and implementation 
 

•  A guide to the Long Term Conditions Action Plan on what the plan means for        

 people living with long term conditions 
 

•  The development of the new Healthcare Quality Strategy 
 

•  Hosting consultations on the above for the Healthcare Planning Division of the 

 Scottish Government attended by people living with long term conditions, staff 

 who work in our member organisations and unpaid carers 
 

• Co-ordinating and contributing to a member wide response to this strategy 

Fringe Events
 

F

m

 

•

•

•

Working Groups 
A few examples: 
 
• Access to Local Information to   
Support Self Management  

• Disability Equality review group —

Scottish Parliament  
• Better Together measuring 

experience group  
• Macmillan/Stirling University—
Benefits and welfare group  

• NES Communication Supporting 

Self Management Group  
• Self Management and Rehab 
Managed Knowledge Network  

• National Chronic Pain steering 

group  
• Long Term Conditions Executive 
Group  

• Long Term Conditions (T6)     

Equalities review 
 

Consultations 
Some key examples are: 

 

• Patients’ Rights Bill (January 09) 
 
• Equality and Human Rights 

Commission - Draft Strategic 
Plan (March 09) 

 
• Review of General Medical 

Council’s standards for          

undergraduate medical 
education -“Tomorrow’s 

Doctors” (April 09) 
 
• British Medical Association - 

“General Practice in Scotland; 
The Way Ahead” (August 09) 

 
• Improving Health and Wellbeing 

of people with Long Term 

Conditions in Scotland: A 
National Action Plan  

(January 09) 
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Fringe Events 
 

Fringes are aimed at influencing the priorities of political parties involving our     

member organisations.  LTCAS held fringe events at the following conferences:  

 

• SNP October 2008 and October 2009 
• Labour Party Dundee March 2009 
• Liberal Democrats March 2009 

 

 

 

Campaigns 
 

This work is focussed on making a commitment to our mission of bringing together the 
voices of the two million people living with long term conditions in Scotland, their 

families and unpaid carers.  Our key campaign issues include: 
 

Children and Young People living with long term conditions 
•working group established in April 2009  

•policy event; “Seen and Not Heard”, held in Edinburgh in November 2009 
•young people’s digital stories recorded 

 
Poverty, social exclusion and health inequalities  

• member organisations attended a meeting hosted by LTCAS to look at how these 
issues affect people with long term conditions 

•ideas generated used by LTCAS in range of other meetings 
 

Mental health  
• mental and emotional support for people with long term conditions was the 

theme of the SNP fringe event in October 2009 
• LTCAS invited to join the Mental Health Programme board at the Scottish 

Government 

• plans and funding allocated to support NHS boards to develop a range of 
psychological and emotional support for people with long term conditions 

SNP conference 08 Labour conference 09 SNP conference 09 
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Manifesto                                    

LTCAS Manifesto 
 

For the past two years, LTCAS has used the strong voice of its members and the people 
they represent to keep long term conditions high on the agenda and drive policy on self 

management.  
 

We know that a wide range of issues, not just those relating to health services or self 
management, affect people living with long term conditions and those around them.  

Our 2009 members and associates’ survey shows that over 88% of respondents       

believe it is essential to have a national organisation that does not focus on a single 
condition but campaigns on common issues affecting people with long term conditions. 

 
 

 

 
 
Consultation  
During July and August 2009, asked LTCAS members, associates and the wider       

network to give their views on priority issues.  These views were gathered through a 
variety of focus groups and an online survey.  

 

Launch 
The manifesto with accompanying campaigns pack will be available early 2010. 

The LTCAS manifesto will: 
 

• Highlight what needs to happen across all policy areas to  
improve the lives of people affected by long term conditions 

 
• Communicate key messages shared by LTCAS and its 

members 
 

• Influence the manifestos of the key political parties for the 

2011 Scottish elections 
 

• Provide a tool for LTCAS and its members to use in 
campaigning  activities 
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Manifesto                                        Self Management Strategy  

For the past two years, LTCAS has used the strong voice of its members and the people 
they represent to keep long term conditions high on the agenda and drive policy on self 

 

 

 

Launch of the Self Management Strategy 
 

“Gaun Yersel!’ the Self Management Strategy for Long Term Conditions in Scotland was 
launched by LTCAS and the Scottish Government in September 2008.   

 
One of the strategy’s major recommendations was the redirection of resources into self 

management, with a focus on developing social capital through and within the volun-
tary sector.  The Scottish Government funded LTCAS to achieve this by      establishing 

a new fund to support expansion, development and innovation of self management 
programmes within the voluntary sector. 

Successful applications 
67 applications were received in the first round of funding and 89 in the second 
round.  An independent panel assists the LTCAS board decide how the fund will be 

spent.  £1.3 million was allocated in August and awarded to 16 organisations.   
Final decisions for second round of funding will be completed by January 2010.   

 
Projects supported by the first round of funding include: 

ο  Generic and condition–specific self management courses 

ο  Capacity building for organisations to engage with and support men to self 

 manage their conditions 

ο  Asthma management in schools 

ο Communication technology support for people with aphasia  

About the Self Management Fund 

• Launched in May 2009 

• In partnership with the Scottish Government. 

• Voluntary and community organisations of any size can apply 

• Three different levels of grants - small, medium and strategic 

• To be allocated in stages until March 2011 

• £4 million available from August 2009—March 2011 

What’s it for? 

• To encourage the development of existing good practice 
• To develop innovative approaches to self management. 

“LTCAS has provided funding to enable us to expand and enhance our programme of 
self help for women experiencing stress, anxiety or depression” 

LTCAS 2009 membership survey 
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Supporting Members and  

Facilitating Information Sharing 

Launch of the Hub and Facilities 
 

The Long Term Conditions ‘Hub’ in Glasgow City Centre opened at the beginning of 
2009 offering member organisations a range of practical facilities including: 

 
ο  Room hire and equipment (e.g. laptops, projectors, microphones and 

 video conferencing) 
ο  Hot desks with computers and phones  

ο  Information and resource library 

 

There has been a steady increase in bookings for meeting rooms and hot desks 

throughout 2009.  This is the result of an initial marketing campaign and feedback 
from existing members on the Hub’s welcoming environment and informal   

networking opportunities.  

Quote from 2009 members and associates’ survey 
 

“LTCAS has given my organisation a place to meet in Glasgow.  In the past we 

met in various cafes which are not suited to our needs.  We will now be able to 
invite speakers to our group and discuss issues relevant to our condition which 

was not possible in a public environment.” 

Hub Room Bookings 2009 
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Hub Opening Event 
 

The Minister’s opening speech pledged the Scottish Government’s      support 

and commitment to the long term condition agenda. 
 

Sharing Information and Good Practice  
 

In response to members’ feedback, LTCAS held the first of a planned series of 
networking events aimed at showcasing the work of member organisations.  These 

events aim to encourage networking between member organisations and help members 
share good practice.   

 
The first event focussed on good practice in providing health information to black and 

Minority Ethnic Communities by Epilepsy Connections and the second in the series 

explored the issues faced by young people with long term conditions and their families 
facilitated by Action for Sick Children and Care Co-ordination Network UK.  

 
These events have been highly successful with high demand from members and 

associates, both for the opportunities to take part and to host an event.  We will 
continue to run and develop the networking events in 2010. 

• Official launch event on 28 April 2009  

• Opened by Shona Robison MSP, Minister for Public Health and Sport 

•  Over 200 people attended including people living with long term  

 conditions, members and associates 

• Range of workshops offered, including information sessions on self 

 management, running a support line to comedy and creative writing, 

 Reiki, Massage and Tai Chi 
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Moving Forward  

LTCAS has four high level strategic aims for 2009-2014.  Detail 
on how we plan to achieve these is in the LTCAS business plan.  
Here is a snapshot of how we plan to take each aim forward: 

Aim 1: Helping the voice of        

organisations and people living 
with long term conditions to be 

heard by relevant stakeholders 
 

Influencing political parties  

This is an essential part of LTCAS’ 
work.  We do this to raise and 

maintain the profile of shared issues 
affecting people with long term 

conditions.  Ways this is achieved is 
by continually building relationships 

with MSPs through events, having a 

presence at party conferences, 
parliamentary motions and questions.  

LTCAS will focus on the key issues 
identified by its members in the Long 

Term Conditions Manifesto.  
 

Personal stories project 

LTCAS believes in the power of 
personal stories from people living 

with long term conditions.  We are 
gathering people’s stories so we can 

present these in a range of formats, 
including audio, visual and written.   
 

This project will: bring LTCAS’ 

messages to life and giving human 
faces and voices to our work; create 

a tool that can be used on the LTCAS 
website, at events and by members in 

their own work and enable people 
with long term conditions to hear 

each other’s experiences. 

Aim 2: Creating opportunities to 

develop and deliver the self 
management agenda 
 

Taking forward the key policy 
agenda 

In the coming year, LTCAS staff will   
continue to actively promote the self 

management strategy by: 
 

ο Participating in NHS and            

 government conferences and 
 events 

ο Holding regular meetings with 

 key  personnel in the NHS and 
 Scottish Government 

ο Developing priorities and setting 

actions through the Self 

Management Strategy 
implementation Group (SMSIG) 

 

Driving change in practice        
development 

As new projects are supported by the 
Self Management Fund, LTCAS aims 

to showcase these to highlight good 
practice in the voluntary and        

community sector.  We plan to use 
events, conferences, media coverage, 

digital stories and booklets to achieve 

this.  We hope through sharing this 
work we will encourage changes in 

the culture and design of the services 
offered to people with long term   

conditions. 
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Aim 3: Supporting long term 

conditions voluntary              
organisations 

 
Communicating with the sector 

The two main ways that LTCAS 
shares information with its members, 

associates and wider network of   
contacts are via our website and 

monthly E-bulletin.  In early 2010 
LTCAS will have a new website and a 

new look, magazine style E-bulletin.   
 

Training and capacity building 
consultation 

The results of our stakeholder survey 

in 2008 and 2009 showed that there 
was great demand for support with 

training and capacity building.  One 
respondent suggested; 

 
“It would be useful for LTCAS 

to develop a programme aimed 
at social care workers which 

equipped them to signpost 
people to member 

organisations who have  
services to help their clients.   

 
Many small organisations don’t 

have the resources to run such 

training individually, plus it 
would be a huge drain on time 

for individual organisations 
and for people receiving 

training to offer pockets of 
training”. 

 

We are identifying training and 
support already available for 

members and looking at the gaps 
between demand and availability. 

 
The results of this information 

gathering exercise will be available in 
early 2010.  This will be followed by 

the development of a training 
programme, including a specific 

support tailored to individual 
organisations members of LTCAS 

delivering training to others.  
 

Marketing and expanding the Hub 

LTCAS is keen to see the Hub being 
used to full capacity at all times and 

has undertaken a marketing project 
with MSc postgraduate students from 

the University of Strathclyde.   
 

LTCAS offers desks and storage space 
for hire to member organisations.  We 

also want to maximise the use of the 
long term conditions resource library.  

 
To help us with this we are looking at 

the possibility of working with a 
student of Information and Library 

Studies to develop effective systems 

for cataloguing and lending materials 
in this area. 
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Moving Forward  

Aim 4: Sustaining an effective, supportive and financially secure 

organisation embedded in its membership 
 

Growing the membership 

Membership is classified into two categories. 
 

Standard members: Voluntary organisations that support or represent 

people with long term conditions, their families and unpaid carers. 
 

Associate members: Public, private or voluntary organisations that support 

the work of LTCAS. 
 

Since moving into our new premises in October 2008, membership of the 

Long Term Conditions Alliance Scotland has doubled.  
 

 

 
 

 
 

 

 

 

 

 

 

 

 

 

 

LTCAS plans to increase membership in the coming year.  A number of 
groups are being specifically targeted including: 

ο Small community groups 

ο Organisations representing the different equalities strands 

ο Health boards (including special boards) 

ο Social care organisations 

ο Advising on strategies for communication aimed at changing behaviours 

and culture. 

Membership
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Communications strategy consultation 

In 2010 LTCAS will work with a consultant with communications expertise to 
review our current communications strategy.  This will mean we make best 

use of communications in achieving our strategic aims. 
 

The review will involve staff, the Board of Directors and members in: 

ο Identifying the different purposes of LTCAS’ communications 

ο Identify/differentiate LTCAS’ target audiences 

ο Developing a set (or sets) of key messages 

ο Identifying methods of, and opportunities for, communication 

 

Securing future funding 
LTCAS receives funding from the Scottish Government through the section 

16b grant made available by the NHS (Scotland) Act 1978.  Current funding 
runs from July 2008 to June 2011.   

 
We also raise income from: 

ο Membership fees 

ο Sponsorship 

ο Meeting room and equipment hire 

ο Grant making bodies offering funds for targeted work 

 

Negotiations with the Scottish Government to secure early agreement on 
LTCAS’ financial future beyond June 2011 have been identified as a key 

priority by our board and staff team.   
 

The strong support among the LTCAS membership for its future to be 
secured was made clear in the 2009 survey.  This showed that 88.8% of 

respondents feel LTCAS is of high value to their organisation and the people 
it represents.  One commented: 

 
“I cannot think of anything LTCAS should be doing that it is not 

doing.  I hope that the government will, however, give you a clear 
steer as soon as possible as to whether it will continue to fund 

you beyond the initial 3 year period.”  
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Annual Accounts  

5. Annual Accounts 
 

Veronica to supply – needs to be short and simple.  Perhaps use a graph or pie chart? 
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Board 

LTCAS Board 
 

LTCAS is governed by a board of non-executive directors, up to 12 elected from 
our membership and supported by three directors co-opted for their specific skills.  

The board leads the development and strategic direction of the               
organisation.  

 
LTCAS would like to thank all our board members for their hard work and        

dedication to the Alliance. 

The board and senior staff team work closely with a range of partner teams 

within Scottish Government.  In particular LTCAS is represented on the Long 
Term Conditions, Mental Health, Better Together and Mutuality, Equalities and 

Human Rights boards.  All of these boards are linked into a broad range of key 
policy work streams across the NHS and to a lesser extent social care.   

Audrey Birt (Chair) Breakthrough Breast Cancer Scotland 
 

Michael Bews British Lung Foundation (August 09 onwards) 
 

Lorena Brogan Marie Curie (until September 09) 
 

Claire Cairns Coalition of Carers in Scotland 
 

Gail Cunningham The Thistle Foundation 

Angela Donaldson (Vice Chair) Arthritis Care Scotland 
 

Kate Fearnley Alzheimer Scotland 
 

Karen Ferguson Confer (August 09 onwards) 
 

Nigel Henderson  (Vice Chair) Penumbra 
 

Gareth Horner (Treasurer) KPMG Accountants (August 09 onwards) 
 

Wendy Laird Carers Scotland 
 

Ian McNeil Self Management specialist 
 

Carole Morton Macmillan Cancer Support (until October 09) 
 

Louise Peardon Chest, Heart and Stroke Scotland 
 

Andrew Sim Parkinson's Disease Society 
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Member organisations 

 
LTCAS Staff 

Staffing and New Organisational Structure 
 

Since the launch of the Self Management Strategy “Gaun Yersel!” in September 
2008, LTCAS has secured additional funding from the Scottish Government to 

establish a team of 10 staff. 

Administrator 

Susan Douglas-Scott  

Chief Executive 

Shelley Gray                      

Director of Policy and    

Campaigns 

Susan Young  

Support Officer 

 PA to Chief  

Executive and 

Directors  

Justine Duncan 

Events and  

Fundraising  

Officer  

Nancy Greig 

Network  

Development  

Officer  

Kevin Geddes   

Director of Self   

Management 

Grants Officer  

Veronica Harper   

Head of Corporate Services 
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