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1. Introduction and Background 

1.1 Introduction 

Carers of West Lothian (COWL) is a charity working to support unpaid carers and more recently, 

to disabled adults across West Lothian.  Started in 1990 by a small group of people, themselves 

carers, who recognised the need carers had for information and support, they used their own 

experience to set up a service to support carers like them. In its thirty years, it has established 

itself as a key local service provider with strong connections in the community and across the 

social care landscape. 

COWL services have evolved significantly to continue to meet the needs and priorities of its 

service users and improve their quality of life. Currently, the organisation offers both intensive, 

targeted support and open drop-in sessions at their premises in Livingston and outreach. A wide 

range of activities support local unpaid carers, young and old and people living with disabilities. 

This includes: 

• Information and advice 

• Training  

• One to one emotional support 

• Hospital based carer support 

• Peer support groups 

• Counselling 

• Signposting and referral 

• Individual and group support to 

young carers 

• Recreational courses 

• Social events 

• Short breaks funding 

• Respitality 

• Legal and benefit advice 

• Volunteering opportunities and CPD 

Key beneficiaries are:  

Adult carers who provide unpaid care and support to a spouse, partner, relative, friend or 

neighbour, who cannot manage to live independently without the carer’s help. This may be due to 

frailty, illness, disability or addiction. Service established 30 years ago. Currently there are 6,074 

registered service users. 

Young carers aged 8-18 yrs who provide unpaid care to family members. Service established 20 

years ago. Currently there are 362 registered service users. 

Adults (18 and over) who are registered disabled.  The remit extending to this group was 

introduced 4 years ago to create a more joined up approach. Service established 4 years ago. 

Currently there are 310 registered service users. 

As well as providing day to day holistic support to individuals, COWL also fulfils a strategic 

function within the social care landscape in West Lothian: representation, collaboration and 

strong partnership working underpin this role with the primary focus on the voice of unpaid carers 

and disabled people being heard and acted on.  

1.2 Successes and Awards 

COWL, like many organisations had to adapt, develop and evolve in the context of Covid-19 to 

continue to operate and support service users. At the same time, it faced additional significant 

pressure from the increase in demand and changing needs of service users as wider public health 

services withdrew. For COWL to not only continue to provide but expand services during the 

pandemic, is a testament to the organisation’s ability to be flexible, agile and proactive. 
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Despite these recent challenges and ongoing longer term pressures of funding and sustainability, 

COWL have a number of notable successes and achievements including: 

• First Scottish Charity to achieve PQASSO at Level 3 (2017) 

• Recognised as a Carer Positive organisation 

• A Disability Confident Employer (2022) 

• Certified for Cyber Essentials (2022) 

• Working towards EFQM qualified (ongoing) 

  

1.3 Research Aims 

COWL undertakes regular monitoring and evaluation of its services and activities. To supplement 

and review this activity, Community Enterprise was commissioned to undertake an external 

impact evaluation of the organisation to understand the difference its work is making.  In 

addition, the social care crisis, the Covid 19 pandemic and the rising cost of living are impacting 

on unpaid carers and people living with disabilities and this has prompted questions about future 

delivery. 

This research focussed on the following areas: 

• Capture the experience of those closely connected to COWL  

• Explore the impact COWL’s services is having on the lives of service users  

• Capture learning; what service users and partners think is working well and identifying 

areas for improvement 

• Gain insight into the evolving needs of service users and potential service users 

• Set out recommendations (if any) that will support the future development of the 

services, particularly to act preventatively and alleviate pressure on other services. 

 

1.4 Methodology 

This research was underpinned by a qualitative research approach that aimed to explore key 

perspectives and experiences from a range of stakeholders either involved in social care or with 

social care needs.  The majority are or have been involved with COWL.  To get a better 

understanding of the wider landscape, the views of non-service users were also gathered. Semi-

structured interviews, an online survey and focus groups formed the basis of data collection. In 

total around 400 participants took part in this research. 

 

 

Full details of the research results can be found in separate appendices.  

As well as direct consultation, desk based research was carried out.  

353 survey 
responses 

4 focus groups
12 stakeholder 

and partner 
interviews
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Review of internal data and case studies: Previous consultation documents produced by COWL 

were reviewed including a recent young carers’ survey, a disabilities survey and a carers survey 

(both May 2020) and further carers’ survey in November of that year.  An impact report from March 

2020 and a coronavirus impact statement in November 2020 alongside management and 

statistical data reports generated over the last 2 years were also reviewed. Case studies and life 

stories of COWL service users gathered by COWL staff were considered.  

Review of external research and policy: Externally, a range of policy, research and consultation 

documents were reviewed including State of Caring in Scotland 2020 and 2021, Pushed to the 

Edge: Life of Unpaid Carers in the UK (Carers Trust UK) and Unseen and Undervalued: the value of 

unpaid care provided during the Covid Pandemic  (Carers UK), Covid 19 and Disabled People in 

Scotland: Health, Social and Economic Harms (Scottish Government) and for a more local 

perspective, VOCAL survey results 2021 and the West Lothian Carers Strategy 2020-2023.  

Notes on exclusions and limitations 

To demonstrate value for money, an SROI exercise was considered but discounted due to cost, 

time and unreliability. There is a conspicuous lack of baseline economic impact data to work 

with. Some effort has instead been used to gather anecdotal evidence within the primary data of 

cost savings to other services.  

Data protection, anonymity and sensitivity prevented external access to COWL’s database of 

service users. Data was therefore provided by COWL staff on request. This has not been 

externally verified.     

Consultation with service users was limited to those currently or recently involved with COWL. It 

was not possible to re-engage with previous beneficiaries due to GDPR. ‘Reflecting back’ is 

therefore limited to the past 3-5 years only.   
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2. Operating context 

2.1 A social care crisis 

A range of recent studies all point to unprecedented levels of unpaid care across the UK since the pandemic. 

With the arrival of Covid 19, almost overnight, all social care services stopped with a singular focus on 

emergency care only. Unpaid carers were largely left to cope alone.  Research asserts that this, on top of 

successive social care cuts has brought many to crisis point.   The number of unpaid carers, the range of 

caring duties and the volume of unpaid care they provide have all increased significantly and there is little 

sign of this trend slowing down.   

The Carers Week Report 2022, the Carers Trust Pushed to the edge: Life for unpaid Carers in the UK Report 

2022 and Under Pressure: Caring and the cost-of-living crisis in Scotland Report published by Carers 

Scotland in 2022 together point to a bleak picture for unpaid carers across the UK including: 

• negative financial impact with lower household incomes much more likely to be providing significant 

amounts of care, which in turn reduces the chance to cope financially as carers are less likely to be 

able to manage work and care. 195,000 Carers in Scotland stated they were worried about their 

ability to cope financially. 

• the additional costs of caring that often significantly impact a carer’s financial situation with the 

added unpredictable nature of the role making it hard to plan financially. Almost two thirds (63%) of 

carers in Scotland are spending their own money on care for the person they care for; a larger 

proportion of their income on energy costs; have higher food bills due to the nutritional requirements 

to support the person they are caring for, and have higher transport costsi.  

• significant impacts on the wellbeing of the carer: Carers Week Report 2022 highlighted that 4.87 

million carers now had their own physical and mental health as a primary concern, 328,000 of whom 

were in Scotland. This is compounded by the lack of respite / break opportunities.  

• impact on young carers. More than half of those consulted by Carers Trust earlier this year reported 

that the time they spend caring had increased in the previous year, while at least a third said they 

were worried, lonely, or stressed as a result of being a young carer or young adult carer1. 

• A lack of recognition and support at policy level: almost nine in ten (88%) of carers don’t feel 

politicians understand unpaid carers and nine in ten unpaid carers feel ignored by successive 

governments. 87% of the general public in Scotland think that the government should “provide 

additional support to unpaid carers, including increased financial support and investment in care 

and support services so that unpaid carers can have a break”.  

In the UK currently 1 in 5 adults (10.58 million people) provide care to a relative, close friend or neighbour.  

Since the pandemic, the number of carers providing 20+ hours per week of unpaid care has jumped by over 

42%.   

In Scotland, there are an estimated 1.1 million unpaid adult carers, a steep rise from the 729,000 prior to 

the pandemic. It is estimated that nearly 400,000 adults took on caring for the first timeii, with rates 

remaining higher than before Covid-192. 

 
1 It’s Harder Than Anyone Understands: the experiences and thoughts of young Carers and young adult Carers - Carers Trust Report March 
2022 
2 Carers UK supporting Carers at work: opportunity and imperative 2021 
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Carers UK estimates there were 270,000 carers juggling work and unpaid care in Scotland pre-pandemic. 

This soared by a further 227,0003 during Covid 19. Almost three-quarters said that they are worried about 

being able to continue to manage both care and work.  

Of those currently caring, 22% care for between 10-19 hours per week, 14% for between 20-49 hours per 

week and 14% over 50 hours per week. In Scotland (as well as across the UK), the volume, scale and intensity 

of care has grown since Covid-19 chiefly as a result of health and support services remaining closed or 

restricted, acute pressure on primary health care and the continuing shortage of social care staff.  

Within West Lothian, the volume of unpaid care has increased by an estimated 35%4 with 7,800 people 

providing unpaid care for 20 or more hours a week, and 4,600 of these for 50 hours or more. The true 

number is acknowledged as likely to be higher given the number of hidden carers and the increase in life 

expectancy.  

2.2 National Policy and legislation 

There are two pieces of key legislation that underpin local and national approaches within Scotland: the 

Carers (Scotland) Act 2016, and the Social Care (Self-Directed Support) (Scotland) Act 2013. 

The Carers (Scotland) Act 2016 came into effect on 1 April 2018 and is designed to help Carers continue in 

their caring role whilst being supported to look after their own health and wellbeing. In 2020/2021, the 

Scottish Government allocated £11.6million in additional resources to Local Authorities to support the 

implementation of the Carers (Scotland) Act 2016 with West Lothian receiving £339,000. The additional 

funding in West Lothian was used to ensure the provision of additional respite and short breaks; that all 

carers who meet the eligibility criteria had a personalised Adult Support Plan or Young Carers Statement; 

and that information and advice services were available to all Carers in West Lothian. The Carers (Scotland) 

Act 2016 had a number of provisions including:  

• The right for Carers to be offered or to request an Adult Carers Support Plan or Young Carer Statement 

• The right to support to meet any identified eligible needs  

• A duty on the local authority to develop a short breaks statement  

• A right to be involved in planning carer services  

• A requirement for local authorities to have an information and advice service for carers  

• A duty for the health board to inform and involve carers in the hospital discharge process for the 

person they are or are going to be caring for 

The Social Care (Self-Directed Support) (Scotland) Act 2013 enables supported people and their Carers to 

make a choice on how any assessed eligible support is delivered based on four options:  

• Direct Payment (cash payment) 

• The selection of support by the Carer to an organisation they choose, with the arrangements and 

payment made by the local authority  

• The Carer chooses to allow the council to arrange their services 

• A combination of the first three options 

 

 

 

 
3 Carers UK supporting Carers at work: opportunity and imperative 2021 
4 Health and Social Care Partnership’s Carers Strategy 2020/2023 
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In June 2022 the Scottish Government published a new bill to establish a National Care Service in 

Scotland. The National Care Service Bill will make Scottish Ministers accountable for adult social care in 

Scotland and sets out how the new National Care Service will be established. The key aims of the Bill 

include: 

• support people in their own homes or among family, friends, and community wherever possible, with 

seamless transitions between services 

• create a charter of rights and responsibilities for social care, with a robust complaints and redress 

process 

• introduce rights to breaks for unpaid carers 

• focus on prevention and early intervention before people’s needs escalate 

 

2.3 Local Policy 

Carers are valued as equal partners in care and that they are supported and empowered to manage their 

caring responsibilities with confidence. That Carers remain in good health and have a life of their own 

outside of caring (West Lothian HSCP Vision for Carers) 

Following the Scottish Government’s national consultation on its draft Carers Policy Statement, the West 

Lothian Health and Social Care Partnership developed its Partnership Carers Strategy 2020/2023. The 

Strategy recognises that “caring for family or friends is incredibly rewarding but that it can also be 

emotionally, financially, and physically challenging and that Carers may at times require support to 

continue in their caring role and to stay in good health themselves, and that support must be available to 

carers who need it to ensure they are not only able to fulfil their caring role but also able to lead a good life 

beyond their caring responsibilities”.  

The West Lothian Partnership Carers Strategy 2020/2023 identifies 4 key policy areas; 

• Carer voice and engagement 

• Health and social care support 

• Social and financial inclusion 

• Young Carers 

 

To make sure that the Partnership Carers Strategy 2020/2023 and the Carers (Scotland) Act 2016 are 

being fully implemented across West Lothian, a Carer Strategy Action Plan was developed.  

Further in 2017 the Scottish Government published new standards within Health and Social Care 

Standards My Support, My Life, which set out what to expect when using health, social care, or social work 

services in Scotland. As part of the Partnership Carers Strategy 2020/2023, the West Lothian HSPC have 

made a commitment to follow the underpinning principles when developing services by prioritising 

preventative support and developing and enabling choice and control so that support can be personalised. 

This being done by: 

• Ensuring Adult Support Plans and Young Carer Statements meet the personalised needs and 

agreed outcomes of the individual 

• Involving Carers who’s cared for person is in hospital in the hospital discharge process 

• Promoting Self Directed Support to offer the most flexibility to the carers support needs 

• Ensuring there is a high-quality carer advice and support organisation in West Lothian 
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2.4 Economic Value of Caring 

With growing dependency on the unpaid carer population and extreme budgetary pressures on health and 

social care commissioning bodies particularly since Covid-19, the spotlight has been placed on better 

understanding, and quantifying, the range of costs and benefits of unpaid care. However, the data and 

quantifiable evidence still remains an area requiring greater investment and research, particularly at 

population level i.e., Scotland wide, leaving much evidence as locally driven and anecdotal.  

Caring and unpaid care work however, is global with Oxfam suggesting it is a heavy and unequal 

responsibility! According to Oxfam women and girls undertake more than three-quarters of unpaid care 

work in the world and carry out 12.5 billion hours of unpaid care work every day. When valued at minimum 

wage this would represent a contribution to the global economy of at least $10.8 trillion a year, more than 

three times the size of the global tech industry. 

While unpaid Carers make a significant economic contribution to society an additional benefit arises 

because unpaid care cannot always be substituted with paid care. In some cases, when the state takes 

over, the person being cared for has to move into residential care, at greater cost to both the person, and 

the state. According to NEF Consulting who were commissioned by NHS England in 2017 to undertake a 

project aimed at better understanding the economic case for support to Carers, valuing this benefit placed 

it between £1.2 and £5.9 billion per year, split between the patient and the tax payer5 

The 2020 Carers UK Report Unseen and Undervalued - the value of unpaid carers’ support during the 

pandemic put the spotlight on the economic value of Carers and the wide-ranging support they offer to 

family, friends, and neighbours to ensure that they live longer and remain in their community. Carers UK 

estimated that the value of care provided during Covid-19 is £353 million per day or the equivalent of 

£193 billion a year and going further to state there is no doubt that the NHS and social care system would 

collapse without this support. The economic analysis goes further into the impact of caring not only on 

Carers but their families, employers, business, and the wider health service. Centrica estimates that UK 

companies could save up to £4.8 billion a year in unplanned absences and a further £3.4 billion in 

improved employee retention by supporting working Carers. The public expenditure costs of Carers leaving 

paid work have been estimated to be £1.3 billion a year, based on the costs of Carers Allowance payments 

and lost tax revenues. In addition, Carers caring around the clock are twice as likely to be in poor health 

placing further economic stress on the wider health service. 

 

2.5 The role of Carer Centres 

There are over 80 autonomous local carer led groups, centres and projects operating in Scotland. Although 

some common features are shared, each one is distinct. Some operate very independently whilst others 

are much more integrated into the social care landscape, fulfilling a strategic role and delivering statutory 

functions. Pretty much all the work of carers’ centres could be described as preventative: from information 

and advice to offering short beaks so that carers can lead fulfilling lives whilst sustaining their role as 

carers. Collectively, “the value for money is astonishing” (Coalition of Carers in Scotland) and the crisis 

response during the pandemic, significant.   

As well as adapting to meet increased demand on the ground, many carers centres act as the collective 

voice of carers in their area, working to ensure legislation and policy is being implemented at a local level 

and seeking new ways to improve how this is done.  Across Scotland, there is a call to shift the perception 

of the role of carers: not secondary to the cared for person, but equal to, and as such, they should be 

afforded rights and entitlements.   

 
5 NEF Consulting - NHS England: the socioeconomics of unpaid care 2017 
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3. Findings 

3.1 About COWL 

• Positive impacts: Feedback on COWL was overwhelmingly positive from service users and 

partners. It was repeatedly described as a “lifeline” and the majority involved rated it as 

‘excellent’.   

52% of service users described the difference the support had on their lives as ‘totally’ 

and a further 18% ‘a lot’. Feeling less anxious and stressed, feeling more confident and 

motivated, feeling less isolated and able to share thoughts and feelings with others and 

critically, better able to cope in their caring role were some of the key impacts.  Other 

impacts were also evident including being better informed and more able to access help.  

• Strong partnership working and outcome focussed: Feedback from partners and referrers 

showed COWL to be a highly regarded organisation with a strong profile and well 

connected. All described working relationships as ‘very good‘ resulting in the following 

impacts:  improved communication and collaborative care, improved client outcomes, 

better able to meet local needs, innovative approaches, shared learning, implementing 

more preventative approaches and facilitating community based approaches. COWL was 

described as integrated, strategic and trusted.  

• Clear ethos and approach: The ethos and values of COWL were felt to be a key 

contributing factor to why positive outcomes had been achieved. These were linked to: 

long-term, trusting relationships with service users; community-led and flexible services, 

quality practice through transformative leadership and highly skilled staff, and a 

collaborative and open approach to local partnership opportunities.  

• Highly respected and effective staff team: The staff team was identified as a key factor 

for success. The team is lauded by both partners and service users for their compassion, 

knowledge and responsiveness. Service users described staff as ‘amazing’ ‘kind’ 

‘helpful’, ‘respectful’ and ‘caring’.  Partners have described them as ‘knowledgeable’, 

‘professional’, ‘prompt’ and ‘consistent’.  

• Unique and fills a critical gap in service provision: Referrers from a range of agencies 

described the difference COWL made in the daily pressures of their own jobs. Statutory 

and primary health care agencies didn’t have the time to give clients and patients: COWL 

is a crucial – and effective- referral route. “Putting care at its heart”, COWL was widely 

seen as offering “real care” by creating a safe space and giving time to listen to those 

who need it and take a whole person rather than a problem by problem approach. 

3.2 The needs and gaps 

• Rising needs of carers: Numbers of carers have risen by 42% since the pandemic and 

care provided has become more complex and time consuming. At the same time, state 

support has been reduced.  80% of research participants worry about getting too 

exhausted, stressed or ill to continue and 76% don’t prioritise their own health and 

wellbeing. A combination of mental health crises, longer waiting lists and out of date 

approaches paint a bleak picture.  

• New legislation: The Carers Act and the Social Care (Self-Directed Support) (Scotland) 

shape the rights and entitlements of carers and disabled people. This will be 

supplemented shortly following the Adult Social Care review and is likely to be an 

ambitious programme for reform in how people are protected and supported, including 

respite as a right. The rising needs of carers and new legislation present challenges to 

COWL - but also opportunities.  
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• Gaps in provision: The key demands were for more respite and a more creative approach 

to respite, more advocacy and access, counselling and complementary therapy, social 

and befriending opportunities and a more flexible approach to provision (out of hours / 

digital) to accommodate different needs. 

• Adult support plan and Young Carer Statements:  57% of research participants were not 

aware of these and only 20% have one or are in the process. Of that 20%, only a third 

have found the process straight forward and easy.  Young carer statements declined by 

24% during the pandemic and have failed to return to pre pandemic levels. Participants 

called for more proactive outreach work, an improved process and better training for 

professionals.  

3.3 Organisational improvements 

• Better at “telling people how good they are”: better marketing and profile raising which 

includes more social media to capture young audiences but also more traditional means- 

a hard copy newsletter for example. 

• Targeting groups which are not particularly well served: working carers, carers of disabled 

children, young disabled adults as examples.   

• Getting customer feedback and better self assessment. COWL does undertake regular 

surveys of users but perhaps could gather more nuanced data about the service user’s 

individual journey and experience.  This would strengthen relationships with funders. 

Developing a clear logic model would be helpful. 

• Delivering as per contract or fund requirements and no more. COWL has been known to 

deliver above and beyond which is clearly delivering good outcomes for service users 

(and investors), but it could undermine the organisation’s position in the longer term. 

• Ensuring that staff wellbeing is factored in. COWL was recognised as being very good at 

supporting and caring for its staff but staff are dealing with increasingly high workloads 

and cases are becoming more complex resulting in high stress situations.  

• More communication with referrers.  This can be difficult with workloads but some 

referrers felt unable to comment on how their clients or patients were doing since the 

referral.  Ongoing updates will help improve COWL’s self assessment and its profile but 

could also contribute to better care for service users by involving partners more in that 

care.  

3.4 Service evolution 

• More proactive planning for unpaid carers potentially through a One Stop Shop: People 

should be referred to COWL as the first point of contact and COWL should coordinate 

support for them. “This would massively reduce the burden on them.” 

• More focus on Young Carers: Young people have been hard hit by lockdown and young 

carers especially so. The current service is overstretched.  With the priority on operational 

delivery, strategic and preventative approaches aren’t being developed fast enough. 

Specifically, a new service should consider securing core investment to recruit additional 

staff, expand the service to the under 8s, improve access to and range of respite for 

young carers, establish a ‘trusted person’ / advocate approach to help in decision 

making, more joint tendering with other third sector organisations, training to support 

young people to develop confidence and employability skills.  

• Adult Care Support Plan: Views are mixed on whether COWL should aim to take these 

over.  There are risks with taking on a more statutory role, dealing in volume and 
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becoming a ‘gatekeeper’ but it would give COWL more control.  It needs to be really well 

thought through and should only be done if everything is in place to do it well.  Further 

discussion is needed. 

• Better use of Self Directed Support: A number of carers’ budgets go unused: carers need 

to know these exist, get help to access them and then use them.  This could be a role for 

COWL and some referrers certainly felt COWL had the skills to do it.  Unanimously, there 

was a sense that SDS needed to be implemented more creatively and again, people 

needed support with navigating the options and processes. Option 2 (clients providing 

their own provision) was certainly seen as an area in which COWL could be more directive 

and hands on.   

• Managing respite: Despite the looming legislative requirement for respite, “locally there is 

a massive gap” and a need to evolve from traditional day care and residential breaks to 

something much more dynamic. Clients need to be supported to identify and access the 

breaks and COWL could play a much bigger role in the management of this. A new 

respitality post is likely to be a good return on investment- as well as ‘buying hours’ a 

management fee could be levied for running this service. This could be a good fit for the 

Carers Act funding.  

• Counselling and wellbeing support:  There is a very strong demand for this- not only for 

crisis management but also to act preventatively by breaking cycles of behaviour and 

increasing resilience.  COWL’s current service is running at full capacity and it needs to 

expand to keep pace. Additional counselling service (couples/ families) need to be 

considered alongside a range of other therapeutic interventions. Creative use of SDS 

budgets could, in part, fund this activity but it will need core investment.   

• Developing a strategy for Disabled Adults: COWL has worked hard to integrate disabled 

adults into its portfolio but focus is still very largely on unpaid carers. Clarity is needed on 

what it is trying to do for disabled adults, how Self Directed Support could be used, how to 

better support young adults with disabilities, what specific counselling services might be 

needed as examples.  

• More advocacy and practical support: adult service users would benefit from more 

advocacy support to overcome bureaucracy and open doors. Feedback from participants 

shows that the landscape is bewildering, frustrating and disempowering and that many 

are too far in crisis to navigate this.     

• Expand training to upskill professionals: As part of its prevention strategy, COWL could 

provide training to others to make sure they are working effectively, understand their 

responsibilities, improve competencies and ultimately improve outcomes for clients and 

customers.   
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4. Evaluation and Impact 

4.1 Performance 

Targets and Numbers 

While the organisation can demonstrate and evidence that it provides high quality and tailored 

carer support to all its service users within their funded contracts, there are also many positive 

facets to the softer wraparound support provided, some of which can be unintended and 

sometimes difficult to quantify; particularly during a period of dramatic change where COWL 

shaped services to the changing demands of Covid-19.  

During the past two years, data shows that COWL managed to maintain a critical presence and 

engage with services users across West Lothian. It is important to note that many of those receiving 

a broad range of support on multiple occasions, were only registered as a single case. Some of the 

key numbers are reflected below and to further highlight the impact Covid-19 has had on need and 

demand, a comparison between 2019/20 and 2021/22 numbers has been used: 

 2019/2020 2020/21 % increase 

Adult cases 1,716 2,163 26% 

Emotional support cases 356 497 40% 

Information and advice 638 717 12% 

Young carers  216 399 85% 

Disabled carers 220 320 45% 

Information and advice for disabled carers 106 171 61% 

Emotional support for disabled carers 49 93 90% 

 

Strategy and partnership working 

Over the last 2 years or so, COWL has been making a much more significant impact on a regional 

level.  Both the Coalition of Carers in Scotland (a national network organisation for carer centres) 

and the West Lothian Carer Representative reported that COWL had more influence in this role 

compared with most other carers’ centres and was able to use its confidence and knowledge to 

good effect. Involvement in the Carer Strategy Implementation Group, the Lothian Carers 

subgroup feeding up to the Integration Joint Board and the Coalition for Carers Scotland network, 

COWL is taking a regional and a national approach to improve practice and outcomes. 

At ground level, referral agencies and partners unanimously agreed that COWL was ‘well linked 

in’ and not working in isolation. Participation at hospital discharge meetings with the 

multidisciplinary team and giving information and training sessions to partner staff teams were 

cited as examples of COWL taking a more joined up- and preventative- approach.     

Organisational development 

COWL has experienced a number of changes in recent years with the appointment of a new Chair 

5 years ago and new Chief Executive 2 years later.  Their approach has been to place ‘quality’ at 

the heart of the organisation; from how it is governed through to the services it delivers.  At a 

leadership level, COWL has been focussing on creating a more inclusive, diverse and well 

balanced board and developing a better schedule of governance arrangements including 
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subcommittees reporting to the Board.  The impact of improved leadership has enabled COWL to 

take a more strategic and connected approach to its work and deliver, “first class” services.  

At an operational level, a review of organisational processes has been undertaken and 

improvements implemented. This has resulted in a robust organisation: staff retention is good, 

crucial for retaining knowledge and skill, risk management is in place and careful planning 

undertaken to ensure maximum use of resources.  

This work enabled COWL to adapt quickly to lockdown challenges: effective PPE dispersal and 

switch to online support as examples. As a snapshot, within 6 months of the first lockdown, 

COWL had: 

• Delivered 446 sets of PPE to service 

users 

• Hosted 290 social events 

• Recruited 7 new volunteers  

• Supported 78 carers to receive short 

break funding 

• Worked on 663 cases of one to one 

telephone support

Like most third sector organisations, COWL is somewhat hampered by the short term and 

restrictive nature of funding: planning ahead can be difficult, service user cohorts and support 

can be narrowly defined, resources can be stretched. However, feedback from the research 

pointed to a resilient and creative organisation, adaptable and forward thinking.  The new itting 

service is a good example of this.   

The inclusion of disabled adults is still relatively new and will need further bedding in: a distinct 

strategy to support this group could be beneficial.   

4.2 Perception 

During this research, participants were asked about their perceptions of COWL. Feedback 

showed COWL to be a highly regarded organisation, by both service users and partner agencies.  

A ‘listening’ and ‘caring’ organisation was described- one that gives the time needed to work with 

people which was felt to be missing from other services. ‘Listening’ also extended to partnership 

working. Taking a “whole person” or “whole situation” approach was also described. This too, 

was felt to be missing from other services which tend to focus on one family member, one aspect 

or one immediate problem. Participants felt that COWL attempted to assess the whole dynamic 

where possible and take a wider, longer term, smarter approach.  Specific words and phrasing to 

describe COWL included the following:   

 

Professional
First Class / 

quality

Approachable/ 
easy to deal 

with

High profile / 
strategic / 
connected

Communicative Informative Knowledgeable Responsive

Committed Compassionate Flexible Proactive

Focussed on 
problem solving    

Proactive
Creative and 

inventive
Like family  
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COWL was also described as ‘pushed’ with services in high demand, particularly during the 

pandemic and lacking in resources to meet this new demand.  Small waiting lists to support 

young carers, pressure on the counselling service and the staff team more generally were cited 

as examples. Despite this, it was acknowledged, particularly by partner organisations, that COWL 

was inventive and resourceful in finding solutions.  

COWL’s response to the Covid 19 crisis was also revealing. At a time when many other services 

were closed or restricted, COWL remained open, adapting services and delivering an effective 

response during and post lockdown.  This has deepened people’s respect for the organisation.  

I remember that through Covid, COWL was really flexible- especially adapting to digital 

(Social Worker, Older People’s Team) 

Over Covid, COWL delivered teas out to people- a lot of our people aren’t IT friendly so 

their telephone contact was a great thing. When they were eventually able to meet, 

COWL looked to see how they could support the transition and did this very well. COWL 

was one of the few contacts people were having at the time (Frailty Nurse) 

A life line during the first civic lockdown (service user) 

Helped me to continue caring during covid 

There's always someone at the end of the phone. It was extremely hard during covid 

lockdown but they tried their best to keep us focused and set up zoom meetings and fun 

projects for some light relief 

One final observation is in terms of its broadened remit to include disabled adults. COWL is still 

largely known as a carer organisation but there is evidence that this is changing.   

The Carers of West Lothian name was tricky for disabled people.  Initially working with 

them was difficult but we’ve overcome that as they’ve become more established.  They 

are very proactive and collaborative (Manager, Ability Centre) 

 

4.3 Experience 

Service users connected with 

COWL do so in a number of ways: 

practical support (training 

courses, respitality, referrals, 

legal), emotional and wellbeing 

support (counselling, peer groups 

and socials) and financial support 

(access to benefits and respite 

funding). Service users who 

engaged with this research ranged 

from those who had recently 

connected to COWL and longer 

term users: the majority had been 

involved with COWL for more than 3 years.  
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Feedback on COWL was overwhelmingly 

positive from participants in this research. It 

was repeatedly described as a “lifeline” for 

service users, and the majority involved rated 

it as ‘excellent’.  Of particular note in open 

feedback was the positive experience of the 

approachable and expert staff team. 93% felt 

they were friendly, 90% said staff responded 

quickly and the advice was good, 89% felt 

staff were knowledgeable.  

 

 

Every team member I’ve come into contact with has been so lovely and helpful. So much 

kindness at CoWL 

Friendly staff and relevant support and services 

Staff very welcoming, supportive, knowledgeable and kind 

Each and every person who I have spoken to have been more than helpful. Excellent 

service 

The staff I have had the pleasure of dealing with have been AMAZING. They have always 

been very professional and sympathetic whenever I have called. I have never felt judged 

and they have always made me feel supported. I wish I could say more as a thank you. I 

really wish I had found them sooner  

Cowl has been a life changer for me, just knowing they are there for access when I need 

them has reduced my anxieties a lot. I will be forever grateful to them 

 

Feedback from referrers also pointed to a good experience of COWL.  Feedback was unanimously 

positive with COWL seen as trusted, open and communicative, effective and responsive. As 

examples:     

They offer “real care” – hope they never change that- they spend a long time on the 

phone with people and we’re not able to do that.  They are intuitive enough to 

understand people’s needs even if they haven’t been expressed and will be actively on 

that.  It’s a good way of working.  They’re good at liaising- good partnership working, 

good communicators.  All their digital stuff has been amazing.   (Social Worker, Older 

People’s Team) 

They have a very good understanding of what it is to be a carer and the stresses involved 

in that. They talk directly to people and do so regularly- it’s invaluable and allowed 

people to carry on caring.  I’ve referred many people to the counselling services 

specifically and had really good feedback about that... (Nurse, Memory Treatment) 

Feedback from families is really positive- especially the respite options that they offer. 

We have a good positive working relationship… COWL offers loads of emotional support 

and advice and guidance.  Funding streams are really important and the creative ways 

they come up with accessing that is helpful, as is the emotional support, advice and 

advocacy work. Sometimes family want emotional support, others more practical so 

holistically, COWL provides both well. (Manager, Child Disability Service) 



 

17 

 

Our experience is positive.  We have a really good working relationship – they’re very 

approachable.  Good at involving us in things.  Staff are nice and approachable and 

they’ve built a good rapport with our team.  They kept communication going during 

Covid. (Manager, Ability Centre) 

COWL provides a very effective link between hospital and community… They are very 

proactive- very positive, coming to us and offering their support, meeting patients and 

relatives, especially with young carers and helping people come to terms with change in 

circumstances… People we deal with are very personable, friendly and get on well with 

our multi-disciplinary team. Referrals are easy. They are one of the better referral agents 

for being easy and quick to deal with.  (Consultant St John’s Hospital) 

COWL’s relationship with schools is really strong- schools are viewing needs of young 

carers as a priority. There’s great collaboration- really positive to work with them and 

work with each other’s skill sets... Good links across the Local Authority. (Educational 

Psychologist) 

We’re aware of carers coming into a crisis situation (more often than not) – they need 

counselling and a listening ear- found COWL helpful that way- they take the burden off 

the key worker.  Generally people are frustrated, not getting the help they need from us, 

or are in particularly challenging situations. I hear a lot of positives about COWL- people 

engaging at different times for different reasons. (Manager, Older People’s Team) 

Worked with them for a very long time referring people.  I rate them very highly.  One 

memorable client came back to me and said “so glad you told me about them, no idea 

they were there, and they made such a difference.”  (Community Occupational Therapist) 

Focussing on specifics, the vast majority agreed that COWL worked well in a number of delivery 

areas: 94% of people for example felt COWL was easy to get in touch with and they weren’t kept 

waiting.  Scoring less well (but still high) was ‘involving people in service design’ (71% agreeing 

10% disagreeing).     

 

Reviewing services, the services most frequently accessed were the quarterly newsletters and 

information and advice. Exploring which services people found most valuable, respite was rated 
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as the most valuable by those who used it, followed by information and advice. Training and 

courses was found to be ‘not valuable’ by the highest percentage.  

 Respondent 

numbers 

Very valuable Valuable Not valuable 

Peer support groups 48 73% 17% 8% 

Social groups 37 65% 27% 8% 

Training and courses 22 64% 18% 18% 

Counselling 27 67% 22% 11% 

Info & advice 82 78% 18% 4% 

Benefits / financial advice 48 71% 23% 6% 

Legal advice clinics 26 73% 15% 12% 

Respite / short breaks 40 80% 13% 8% 

Events 45 67% 27% 7% 

Newsletter 89 72% 24% 4% 

Support from support 

worker 

33 73% 21% 6% 

 

Services users identified that there was no one thing that was important to them, but that there 

was a range of positive features about the services.  Using word recognition from feedback 

comments: breaks, groups, support workers, knowledge were felt to be most valuable.  

 

The number of people saying services were not valuable was small (9) with no common themes 

emerging.  

From a partner and referrer perspective, services were seen as wide ranging, appropriate and 

very helpful. Most seemed fairly knowledgeable about the suite of support available and carried 

information with them when meeting with clients. Identifying particular services they felt were 

most impactful, Power of Attorney support, counselling, social and peer support groups were 

cited. 
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4.4 Impact  

Service Users 

Assessing the positive impact COWL 

has had on their lives, most 

participants rated this as ‘totally’ or ‘a 

lot’ (52% and 28% respectively).  Only 

2% said it had made no difference.  

More than 130 people provided 

additional information about the 

impact in their own words.  

Dementia Support group has been a life saver to me in this journey” 

They know everything and sometimes they just listen to me crying over a very traumatic 

bereavement, never hurry me, just listen, never judging. They were amazing to me and 

for my grandchildren 

I accessed counselling from CoWL. I had got to the point where I felt I could no longer 

cope and questioned everything I did. The counselling serviced helped me through that 

and made me realise every problem was not my fault 

It is my safe place.....I can offload without judgement and with people who really 

understand 

I actually feel they were my saving grace at my worst time in my life I can’t thank their 

patience, kindness, knowledge, enough. To me they are silent angels just always there at 

the end of a phone. I was a wreck, confused vulnerable. They pulled me through. Without 

a doubt I owe much to them 

As my husband’s dementia increased he became cruel and nasty to me. This affected 

me in such a way that I didn’t want to get up in the morning and face the day and I 

constantly ran on empty... Without Carers of West Lothian I don’t think I could have 

survived 

Emotional and wellbeing impacts 

As highlighted in people’s experience of COWL, the support provided has clearly at times acted to 

not just improve lives, but save them.  Partners and staff agree that people contacting COWL or 

being referred to them, are often at crisis point and unable to cope any longer.  The key impact of 

‘crisis management’ is well evidenced.    

Participants highlighted a range of other impacts from being involved with COWL. These spanned 

short to medium-term outcomes to those noted as changes enacted over the longer-term. From 

the focus groups, the key impacts highlighted were: 

• Reduced isolation 

• Increased confidence and motivation levels 

• Increased connectedness with friends and family 

• Improved mental health, wellbeing, and positivity 

• Ability to share thoughts and for people to be themselves in a safe space 

• Renewed purpose, focus and direction 

• Better understanding of the carer role and appreciation for the work they do 
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This was reflected in the survey responses. Asked whether participants agreed or disagreed with 

a range of outcome statements, the top outcomes were:  

• Feel supported 

and not so alone 

(69% agreed) 

• Cope better in my 

caring role (58%) 

• Feel better about 

myself (51%)  

• Feel less 

stressed and 

anxious (45%)  

Have felt less alone with some help and support you helped me see I have put myself 

last for too long. I feel a lot less worried. 

I feel included in society due to the efforts of the staff at COWL, I feel cared for by the 

social groups that I attend by Zoom. 

The courses I have done have helped me make informed decisions in my caring roles. 

The practical support with power of attorney is such a benefit… and fun I have had 

accessing carers’ days benefits my wellbeing and mental health. I am so grateful to the 

service! 

We have developed friendships beyond the Young Carers Group - and set up our own 

networks on What’s App that helps us share and talk things through (Young Carer focus 

group) 

I was looking for help with Power of Attorney, CoWL supported me and made the whole 

process easier. I was supported with the Asda short break find which really helped my 

family given our income was very low and that helped take care of feeding. My kids who 

are young carers recently enrolled and the support system has been great both at face 

to face meeting and their schools. Massive thank you. 

I was able to access the weekly Zoom coffee morning, which meant I wasn't alone, COWL 

provided me with counselling that I couldn't get on the NHS and gave me a fresh outlook 

on life generally 

No other organisations have helped us. COWL have been amazing and have helped us 

with vouchers, a holiday, and more! Which has been a huge help and so so appreciated. 

They team are so kind and supportive too. 

My kids went to young carers and it helped them destress  

During the dementia journey I have learnt so much just from chatting and being with 

others in the same situation and have been given wonderful advice and support - if I 

hadn't had this support group I would have felt so alone. I also had some wonderful 

telephone counselling over lockdown which was extremely helpful. 

They gave me hope 



 

21 

 

Partners and referrers also cited a multitude of positive emotional and wellbeing changes, 

particularly for those feeling overwhelmed and trying to deal with the complex dynamics and 

adjustments of a multi impact condition. Helping people to recognise they are a carer and not 

just a ‘mother’, ‘husband’, ‘parent’ or ‘son’ and that the job they are doing is valuable and 

meaningful is the first hurdle: engagement with COWL is seen as a key turning point in that 

journey. People are then open to the practical and emotional support needed to improve their 

situation.  As one referrer put it, “turning the helpless into the helped” and another, that “the 

difference that makes is allowing them to carry on caring and feel valued. For many it’s the first 

time they don’t feel so alone and hopeless.” 

If COWL wasn’t there- I’d be worried… These people would just get lost and forgotten 

about. The mental health on carers is high and I hate to think what would become of 

them if COWL wasn’t there- we don’t have the people hours to help them- it would lead to 

a lot more ill health.  (Social Worker, Older People’s Team) 

Finance and employability impacts 

This area was less well evidenced: finance and employability was not the reason most people 

sought COWL’s support. However, ‘getting a bit of extra financial support’ (for example through 

Scotspirit funding)’ 56% of those answering agreed and ‘dealing with financial challenges and 

access to benefits’, 47% answering agreed. It should be noted that throughout the survey, there 

were a significant number of comments relating to funding support from COWL with people 

expressing how beneficial this had been.  

They managed to give me Asda vouchers as I was struggling to buy food due to high 

electric and gas bills. They also sorted out funding and scotspirit break for me and my 

disabled children 

I was at my lowest and they told me about support that would help me and it came at the 

right time financially 

I was going through a hard time financially after having to leave one of my jobs and 

reduce hours in the other to care for my daughter more and COWL were so supportive 

and I was accepted for the Asda grant vouchers which provided our family with our 

shopping for 4 weeks until my finances were sorted out. Thank you so much, I really 

wouldn’t have managed without. 

In each outcome indicator, people reported that they had been able to find / return or sustain 

employment with COWL’s help, had been able to find / continue training and education and gain 

new skills with COWL’s help, although these numbers are relatively small.  

Other impacts on service users 

In terms of more practical 

outcomes, 69% of survey 

participants said that COWL had 

helped them to be better 

informed about help they can 

get, 47% felt they understood 

their rights better and 41% were 

able to get the help they needed 

from other services.  People also 

reported they were able to be 

more involved in the planning of services (29%) 

and 27% felt COWL had helped them to be more 

active members of their community. There was 
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a 9-10% contingent in the survey that disagreed that COWL had helped them in these areas 

however but no comments about why.   

Impacts on Partners and Referrers 

Partner and referral organisations highlighted that their link to COWL invariably helped provide 

local, reliable, and high-quality support to their service users, clients and patients.  This in turn, 

also helped them significantly in their own jobs.  

COWL do all the stuff we don’t have time for.  I don’t have time to see people.  That’s the 

big thing for me. Our jobs are all about what we need to discharge in terms of legislation 

and we don’t have capacity for much more.  COWL takes time with people.  It takes the 

time to really listen (Social Worker) 

If COWL wasn’t there, we would really struggle.  There isn’t enough support elsewhere.  If 

we didn’t have COWL, all the people we work with when they are really stressed wouldn’t 

be able to look after their loved one. More people would have to go into care.  This week 

alone I have contacted COWL 5 times and they have responded each time. Our job would 

be a lot harder (Nurse) 

We get a lot of requests for help and advice that we don’t know the answer to- so we 

signpost to COWL.  We’re a social policy service so if COWL wasn’t there, we would be 

inundated with requests for support- they can bypass social work services.  It’s really 

beneficial as a starting point for people. The staff really rate it- because they can get 

help and advice to pass on to clients from COWL too! (Ability Centre Manager) 

Beyond the impacts felt on an individual, family or partnership level this research sought to better 

understand the impact COWL was having more broadly. Capturing this was significantly more 

challenging for participants than discussions based on personal outcomes. Despite this, there was 

widespread consensus that the work of COWL has had a range of positive impacts that spread 

beyond that of the individuals involved. In summary, impacts noted are: 

• Improved communication and collaborative care  

• Improved client outcomes 

• Better able to meet local needs 

• Innovative, imaginative approaches  

• Shared learning and knowledge exchange 

• Enable move towards preventative strategies 

• Facilitate community-based approaches 

 

Some of this was felt through the referral routes and partnership arrangements in place, through 

strengthening, collaborating, and connecting with a range of key organisations and groups. The 

central role COWL plays in supporting the rights of unpaid carers and disabled people was 

consistently highlighted as a way through which wider impact was being achieved locally. Within 

this, the role of COWL was recognised by participants within this research as important to the 

success of social care delivered locally.  
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Economic impacts 

Although the main impacts on service users is on 

emotional and practical level, there is some evidence 

that it is reducing pressure on other services, both by 

dealing with crises effectively and by taking a 

preventative approach. Critically, the improvements 

in general wellbeing enabled carers to continue in 

their caring roles. This was evidenced through 

partner and staff feedback in particular but also through survey participant responses.  Enabling 

carers to continue providing unpaid care fundamentally reduces pressure in other social care and 

primary care settings: less 

people going into residential 

care, less people going into 

hospital, less people needing GP 

appointments and prescription 

medication, less people requiring 

social work intervention.   

 

 

 

As a snapshot from the survey, 73% of people asked said support from COWL had enabled the 

person they care for to be supported at home better and 35% said the cared for person was able 

to live more independently.  In terms of hospital stays, 17% avoided hospital and 6% were 

discharged more quickly.  

 

This was supported by feedback from some focus group participants who reported less reliance 

on NHS services as a result of the help from COWL.  

For a number of those participating, the real benefit was qualitative rather than quantitative: 

measuring patient and client experience was felt to be more helpful and valid rather than 

focussing on financial cost benefit.  

 

 

 

 

There was one particular lady that 

needed a lot of emotional support- 

they helped her and she has 

stopped calling us and her GP all the 

time (Social worker) 

COWL definitely help support early 

discharge- they definitely get 

people out sooner but help also by 

preparing the family for that.  That 

can avoid unnecessary A & E call 

outs and help maintain things in 

the community (Consultant, St 

John’s Hospital) 

 

The whole social care system would collapse without 

unpaid carers- they provide huge economic benefits. If 

carers are not supported, they won’t be able to cope and 

the cared for person would go into crises and this would 

have knock on effects to social care and knock on 

effects to mental health- addictions, eating disorders for 

example. The impact would be huge.  (Counsellor) 
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4.5 Case studies 

 

 

 



 

25 

 

5. The needs of carers and disabled people 

5.1 People’s experiences 

With an eye to the future, research also took into account the evolving needs of carers and 

disabled people.  Participants included COWL service users and partners (around 75%, and non 

service users (25%). From the survey, around 80% identified as adult carers, 20% as disabled 

adults and 5% as young carers (note: people could identify as a carer and a disabled person). 

 

Survey responses revealed a large majority: 

• worry about getting too exhausted, stressed or ill to do the things they need to do (80%) 

• don’t tend to prioritise their own health and well-being (78%) 

• and that being an unpaid carer and/or disabled has affected their mental health (78%) 

Additionally, a significant number did not feel they got the support they needed: 

• 41% feel they don’t get the support they need to keep their life well balanced 

• 38% feel they don’t have a say in the health and social services that matter to them 

• 36% feel they cannot easily access the health and social care support they need 

When it comes to finances, a number of respondents feel financial pressure: 

• 67% worry about their financial situation 
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• 68% say being an unpaid carer and/or disabled has affected their finances. 

 

Feedback from other stakeholders about the evolving needs of the user groups chimed with 

service users and that of national research: higher demand putting pressure on existing services, 

lack of respite, crisis management rather than prevention, financial struggles, more complex 

cases and more trauma emerging.  

• “Lockdown has been really damaging.” Carers are exhausted post Covid and desperate 

for respite. The lack of respite in West Lothian is a real problem. “With only 5 beds 

available, there is not nearly enough to go around.” Respite opportunities are very quickly 

overrun with demand. Day care is also very limited and even those who can afford to pay 

struggle to find places.  

• Poor mental health is becoming more evident and impacting on people’s ability to cope in 

their caring role. Partners referred to this as a ‘tsunami’ and a ‘looming crisis’. Suicide 

and self harm is increasing.  

• Some people do not acknowledge that they need help or don’t want to ask until they 

reach crisis point.  

• Carers are so stressed that finding the wherewithal to research and tap into services can 

be too much.  The support is scattered and navigation overwhelming.  

• People can feel frustrated and powerless trying to deal with social work and accessing 

SDS.   

I don’t know how to get support that won’t cost a fortune and I have been doing it all by myself for so 

long now I don’t think I will need it as there are people who need it more than me 

I gave up work to become a full time carer. It's been more difficult through the pandemic and I can't 

get into a routine that helps my mental and physical health. 

I gave up my job to care for my wife. Currently she has her pip stopped after a telephone 

assessment which we are appealing but this has caused us both great stress. 

Waited well over 2 yrs for a section 23 to be completed. The paperwork to deal with is overwhelming 

especially when you are exceptionally sleep deprived, trying to hold down 2 jobs, look after your 

family and care for a vulnerable person. Services are stretched to the MAX. 

The person I care for will not claim disability benefits. This meant I could not get carers allowance 

when I was unable to work. I told a senior politician about this - she was unaware that carers get no 

support if the person they care for refuses to submit a claim. 

I feel life is very hard and unfair, but just have to get on with it. 

I've always found it very difficult to get the support my son needs it's always something that happens 

and stops you getting the support and constantly going through assessments and not knowing if it's 

going to work or help my situation. 

There are charities and support out there, but it’s hard to know what help is available or how to 

access it. It’s often a lengthy process and I have to prove that my child or I are eligible for supports. 

As a carer who gets no break from caring, I’m already exhausted, so having to put more effort into 

finding support often feels overwhelming 
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• There are waiting lists for ‘almost everything’:  adult psychiatric services, access to GPs 

and social work are under pressure and if able, acting at the point of crisis rather than 

preventatively. Late intervention means mainstream services are unable to tackle the 

root issues and only address the immediate problem; this can lead to a revolving door of 

services and a cycle of poor mental and physical health. 

• Mainstream services are not creative enough and not person centred.  SDS is too 

restrictive and too narrowly interpreted in West Lothian: it doesn’t facilitate personal 

choice.  

• Young carers are experiencing far more trauma and presenting with more serious mental 

health issues. Stakeholders reported young people are increasingly supporting family 

members with mental health issues rather than physical disabilities. “Kids don’t know 

what they’re going home to.” Parents can be secretive and not reach out for support for 

their children, especially if very young and when drugs and alcohol are involved.  There is 

no carer support for under 8s and primary school aged children are not identified as 

young carers by the school system.  Older young carers struggle to sustain schooling and 

jobs. Paid care has become increasingly unreliable with carers not turning up.  There has 

been a massive decline (-24%) in completion rates of young carer statements over the 

pandemic. CAMHS is reported to have an 18 month waiting list. Young carers are 

providing more complex care with less support in place.       

• Carers are dealing with more complex care needs (administering injections and managing 

medications for example) and increasingly providing more hours of unpaid care. This has 

been exacerbated by the Home First initiative which places the burden of care to family 

and friends.   

 

5.2 Gaps in provision 

Exploring how easy it is to get the support needed, charity and voluntary groups like COWL fared 

better that health and social care agencies but there were still gaps.  

Particular groups requesting additional support were identified as:  

• Those with autistic children 

• Those dealing with dementia 

• Single-parents/Parent carers (esp 

Dads) 

• Supporting carers who work 

• Support for siblings 

• Those with disabled children 

• Those who are disabled themselves 

(esp young adults) 

Asked what support is missing in West Lothian, responses were varied but some strong themes 

emerged and those suggested were in the context of improving mental health and wellbeing 

generally.  

• Respite A call for more breaks was unanimous across participants and seen as crucial in 

supporting mental health and wellbeing.  People were clear that respite ‘makes them a 

better carer’. Asked what people would like to access, ‘getting away for the day with 

family and friends’ was seen as the most valuable option and getting away with friends 

and family was preferred to getting away with peers generally.  
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However, there was also a call for more creative thinking around respite and what it 

means to different people. Whilst days out were seen as valuable, there was a clear 

desire to consider ‘non-traditional’ forms of respite. Access to gyms and leisure facilities, 

book and gaming memberships, pet therapy, garden sheds and bicycles were also seen 

as offering valuable time out.  People want opportunity and choice.   

Shorter, quick respite / support in the form of a siitter service was also cited.  

Opportunities to get out of the house for a couple of hours and know that the cared for 

person is safe was viewed favourably by participants.  

Childcare seemed to be a prohibitive factor for some: childcare requirements factored in 

to respite opportunities would be beneficial.  

• Advocacy & access People (particularly those at the end of their tether) want better 

support to find information and navigate the landscape; it is too complicated and 

dispersed currently.  38% in the survey want help in this area; 31% want help to fill out 

forms and 36% help to access benefits. Legal support was rated highly. Power of Attorney 

support made a huge difference to people’s mental health and was the most cited 

service amongst partners but there is a waiting list for this. Quicker access to legal 

services and support to access GPs and to help deal with social work and benefits was 

also cited.  

• Counselling and complementary 

therapy Of all the services 

suggested in the survey, access 

to complementary therapies 

scored highest with 61% of 

participants wanting more of 

this.  Access to counselling was 

also frequently mentioned in the 

comments and of all the mental 

health support available 

through COWL, one to one 

counselling was the most in 
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demand, followed by regular check-ins- people highly appreciate the regular and personal 

contact.   

The counselling service provided by COWL is highly rated but there is a demand for more.  

The need for out of hours counselling, counselling for couples and potentially for families 

was also highlighted.  

• Social and befriending services  Opportunities to reduce isolation and have fun were in 

demand. Interest in more social events for young carers and young disabled adults, 

walking and dog walking groups, summer events and the like reveal a need to connect 

with other people and de-stress. Around 40% of participants would like to see more of 

this in West Lothian. 

• More flexible support  Participants 

called for a more flexible framework 

of support to be offered. The range 

of circumstances people were in 

means that ‘one size cannot fit all’. 

The majority of people are looking for 

a mix of online and face to face 

interaction- although interestingly, 

40% were interested in more online- 

possibly a significant shift since pre-

pandemic times. There was some 

demand for weekday evening and 

weekend day times suggesting 

timetables need to be more 

nuanced.  

 

 

Research also looked to carers’ experience of 

Adult Carer Support Plans and Young Carer 

Statements in West Lothian which is an 

entitlement under the Carers (Scotland) Act.  

239 people answered the survey questions, 

16 of whom were young carers. A significant 

majority (57%) indicated that they were not 

aware of these plans. Only 20% of carers 

have one or are in the process of getting one.  

 

This 20% was asked about their 

experience. The response was mixed 

with roughly a third finding the 

experience unproblematic, a third a bit 

difficult and a third very difficult.  

Feedback about the challenges with 

the support plans included: lack of 

clarity or lack of follow through by 

social work; participants not wanting to 

engage with social work and people 

being putting off by the length of time it took.  
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Asked what might help, the following suggestions were made:  

Awareness 

• Proactive outreach: 

o Council should be actively encouraging this. Instead of just signposting carers they 

should be offering more help. Carers are exhausted from juggling paid employment 

and their caring role - its 2 full time jobs. They need help not more signposting to 

get in touch with other organisations. 

o A list of all possible entitlements needs to be given by the Social Worker, in a COWL 

welcome pack, etc. 

o Make resources dynamic and to meet needs to all types, i.e. a digital video/audio 

newsletter 

• A variety of places: 

o GP’s: I didn't know about all this until I phoned up the Social Work Dept at the end 

of my tether and they sent out a Social Worker and we went through everything and 

I finally got the help I needed. Therefore I feel it should be advertised in doctors’ 

surgeries and they should also be made aware of what services are available as I 

had to find them for myself. 

o Schools 

o Everywhere: Facebook posts, email to other relevant charities, email to all schools, 

recommend all social workers inform and offer an assessment. 

Process 

• Better listening:  

o that the professionals in the process need to really listen 

o Listen to what is being said and give advice on what can be explored 

• Clarity on who is responsible to deliver/inform: 

o Identify who’s meant to produce them and tell them, too many say it’s not me, 

that’s how you improve things, frustrating 

o Social workers need to be more aware of carer’s rights. I had to ask for one to be 

done for my mum, I don't have one in my own right. Hers hasn't been updated in 

over a year. 

• Training for professionals 

Old Peoples Social Services need retraining. We had a Social Worker who was so 

lacking in empathy and felt I had to practically beg to get any help. It seems they 

don’t really know what is free and what isn’t. 

  

6. Improvements and developments 

Participants were asked how COWL could improve what it does. This proved a challenging 

question for many participants- frequently the response was ‘nothing, they do everything really 

well.’  Teasing this out, participants were asked to consider small improvements that could be 

made in the short to medium term and commitments COWL could consider to better meet the 

needs of unpaid carers and disabled people in the longer term.    

6.1 Improvements 

These included: 

• Better profile raising (suggested by the focus groups but also raised by a small portion of 

referrers).  Since the increase in carer numbers since the pandemic, it was felt to be likely 

that a good proportion would be hidden and / or unfamiliar with the care landscape. More 

social media should be considered to capture a younger customer base but it should also 

continue with more traditional methods of communication.  The quarterly newsletter for 

example could be available in hard copy. COWL could be “better at telling people how 
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good they are.” This would need to be managed carefully to avoid a sudden upsurge in 

demand.  

• Targeting groups which are not particularly well served: working carers, carers of disabled 

children, young disabled adults as examples.  COWL was felt to be excellent at supporting 

older carers, especially those impacted by dementia but needed to consider how to 

engage those who are hidden. This will require offering more flexible provision.  

• Getting customer feedback and better self assessment. COWL does undertake regular 

surveys of users but perhaps could gather more nuanced data about the service user’s 

individual journey and experience.  This would strengthen relationships with funders. 

Developing a clear logic model would be helpful. 

• Delivering as per contract or fund requirements and no more. COWL has been known to 

deliver above and beyond which is clearly delivering good outcomes for service users 

(and investors), but it can fundamentally undermine the organisation’s position in the 

longer term.  

• Simplify Carers Grant forms and make them available digitally. 

• Offer digital skills training particularly if delivery involves more online provision.  

• Improve visibility by being out and about more.  It should be noted that some referrers felt 

COWL had a good balance of digital and face to face contact but others were keen to 

stress the importance of face to face work; as examples, the Hospital Discharge Team 

lead was keen to re-establish face to face meetings (albeit hospital restrictions could be a 

challenge) and attending the Older People’s Team meeting quarterly to share updates 

and case studies. There an appetite for current services to be offered on a more outreach 

basis. 

• Internally, communication could be improved. COWL covers a lot of work areas and 

operates at a relatively fast pace, it can be difficult for staff to keep up.  

• Better understanding by staff of the eligibility criteria for Carers’ Assessments to avoid 

referrals bouncing back.  

• Participation in the Ability Centre’s database to share information about opportunities for 

disabled people in West Lothian  

• Involvement in the pilot Hub in Strathbrock Medical Centre aiming to help people avoid 

crisis where hospital admission is likely but could be avoided with support.    

• Ensure that staff wellbeing is factored in. Staff are COWL’s most important resource and 

care needs to be taken over their health and happiness, just as it is with service users. 

COWL was recognised as being very good at supporting and caring for its staff but staff 

are dealing with increasingly high workloads and cases are becoming more complex 

resulting in high stress situations.  

• More communication with referrers.  This can be difficult with workloads but some 

referrers felt unable to comment on how their clients or patients were doing since the 

referral.  Ongoing updates will help improve COWL’s self assessment and its profile but 

could also contribute to better care for service users by involving partners more in that 

care.  

6.2 Service evolution  
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• More proactive planning for unpaid carers potentially through a One Stop Shop: One of 

the biggest frustrations and barriers for people is trying to find information and support in 

a fragmented “scatter gun” landscape and this often proves insurmountable. People 

should be referred to COWL as the first point of contact and COWL should coordinate 

support for them. “This would massively reduce the burden on them.” Good use of 

technology to gather and share information could improve and streamline the service.   

• More focus on Young Carers: Young people have been hard hit by lockdown and young 

carers especially so.  More care and more complex care, less statutory support and more 

hidden need means that this service will need to evolve to meet need. The COWL young 

carer team is already experiencing small waiting lists despite best efforts to triage and 

signpost.  Coverage of the 11 high schools in West Lothian is relatively robust but does 

not stretch to the 67 primary schools. A recent survey showed only 40% of Primary Head 

Teachers knew how to identify a young carer. COWL is reliant on charitable funding for 

this work (not contracting through the HSCP) which makes planning difficult. Good work is 

underway within the Carer Implementation Strategy Group to develop Sharepoint so that 

stakeholders can share information better, streamline and improve referral routes but 

improving partnership working takes a back seat to direct service user support.  Attending 

child planning meetings, supporting school staff to identify young carers, coaching and 

consultation for example are not happening within the current set up.  Specifically, a new 

service should consider: 

o Additional staff (school worker, family support worker) for delivery to free up existing 

staff to build on strategic relationships to make sure change is happening at a 

systemic level and that young carers are a priority across all agencies.  Developing 

and sustaining these relationships is critical.   

o Expanding the service to children under the age of 8.  This is not currently funded 

but partners felt there was a need here and there are examples of other Carer 

Centre’s providing support to younger children.  

o Improving Young Carer Statement rates.  There has been a 24% decline in these 

over the pandemic and young carers have reported difficulties in accessing help. 

COWL has been working on a programme to improve this but there are still too few 

referrals.  

o Improving range and access to respite. COWL will need to consider its role here (and 

access to funding) but there is a demand from young carers for more creative 

breaks and a chance to shape their own respite.  Family respite should be 

considered as a route to improving family relationships (“families are desperate for 

this”).  

o Establishing a space for young carers to meet and socialise that is theirs. Whilst the 

COWL building is considered much more welcoming in recent years, it can still be a 

barrier to young carers.  

o Establishing a ‘trusted person’ approach to advocate on behalf of a young carer and 

offer support with navigation and decision making. For clarity, this is not counselling 

which is provided elsewhere.  

o More joint tender submissions and partner projects with other third sector 

organisations such as WLYAP which will add value. 

o Some training opportunities to help improve young carers’ confidence, skills and 

employability.   

o Establishing young carer provision within the HSCP contract framework 
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• Adult Care Support plans: There were mixed views on whether COWL should seek to take 

these over.  Social workers are feeling overwhelmed, waiting times are long, the systems 

are not robust, their focus is too narrow and people are falling through the net: for these 

reasons, a good number welcomed the idea of COWL taking on this function but there 

were some concerns. On the one hand this would give COWL more agency to use a 

holistic approach to the support plans but on the other, it would put them in a 

‘gatekeeper’ statutory role which will come with its own challenges.  More widely, this 

function is carried out by some Carers Centres already but the key to success is in 

“ensuring / securing everything that’s needed around it.”  It needs to be really well 

thought through and should only be done if everything is in place to do it well.  Further 

exploration is needed here. 

• Better use of Self Directed Support: A number of carers’ budgets go unused: carers need 

to know these exist, get help to access them and then use them.  This could be a role for 

COWL and some referrers certainly felt COWL had the skills to do it.  Unanimously, there 

was a sense that SDS needed to be implemented more creatively and again, people 

needed support with navigating the options and processes. Option 2 (clients providing 

their own provision) was certainly seen as an area in which COWL could be more directive 

and hands on.   

• Managing respite: Linked to better use of SDS is the need for more respite and more 

flexible options. “Locally there is a massive gap in respite” and the approach to it: to 

evolve from traditional day care and residential breaks to something much more 

dynamic. The sitter service recently launched by COWL was felt to be a good example of 

what is needed.  Clients need to be supported to identify and access the breaks that are 

best suited to them.  Potentially, more and better use of SDS could be used to pay for 

some of the provision offered by COWL. It was suggested that COWL should play a much 

bigger role in the management of respite (thereby attracting a management fee as well as 

‘buying in hours’).  This could be a good fit for the Carers Act funding.  Furthermore, it is 

worth noting that respite provision will soon be a legal requirement to be met by Local 

Authorities.  COWL could provide the solution in West Lothian and the creation of a new 

respitality staff post would be considered a good return on investment.      

• Counselling and wellbeing support:  There is a very strong demand for this- not only for 

crisis management but also to act preventatively by breaking cycles of behaviour and 

increasing resilience.  COWL’s current service is running at full capacity and it will need to 

consider how it can expand to keep pace. Helping people transition out of the 

bereavement service after a reasonable length of time could be part of the solution. 

Additional counselling service (couples/ families) need to be considered although it is 

understood that these are specialisms which would need appropriately trained staff. 

Other therapeutic interventions should be considered: demand was high for 

complementary therapies for example. Creative use of SDS budgets could, in part, fund 

this activity but it will need core investment.   

• Earlier intervention in hospital discharge / the Home First initiative:  Early discharge has 

increased the burden on unpaid carers and a more proactive, preventative approach is 

needed.  COWL could play a more active part upstream where the conversation starts at 

the point of admission rather than when discharge is being considered so that the right 

support is put in place in good time.   

• Developing a strategy for Disabled Adults: COWL has worked hard to integrate disabled 

adults into its portfolio but focus is still very largely on unpaid carers. Clarity is needed on 

what it is trying to do for disabled adults, how Self Directed Support could be used, how to 

better support young adults with disabilities, what specific counselling services might be 

needed as examples.  
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• More advocacy and practical support: as with the suggestion of a trusted person for 

young carers, adult carers and disabled people would also benefit from having a personal 

champion to help them overcome bureaucracy and open doors.  The sea change in the 

way people access health care means it is now much more difficult for people to access 

GPs for example; could COWL act as an advocate to get appointments and liaise with 

health centres?  Additional legal support was also favoured: POAs have proved 

enormously beneficial to people’s mental wellbeing but there are waiting lists.    

• Expand training to upskill professionals: As part of its prevention strategy, COWL could 

provide consultancy and training to other agencies to make sure they are working 

effectively, understand their responsibilities, improve their competencies and ultimately 

improve outcomes for clients and customers.  Training to primary school staff to help 

teachers identify young carers and training to NHS Lothian staff to make sure they are up 

to date with legislation are examples.    

6.2 Summary 

The evaluation indicated a very high level of satisfaction with the services that COWL provide but 

also their approach and ethos.   Their holistic and collaborative approach was viewed highly 

positively by service users and partners.  Furthermore, changes in legislation and service user 

needs, while on the one hand challenging, also present a number of opportunities for COWL to 

flex going forwards.  

This offers the foundation for a combination of continuation of services but also of innovation 

and the development of new approaches to support as service user need changes over time.   

COWL is dynamic, passionate, person centred and driven and will continue to provide significant 

impact into the future. 

 
i Under Pressure: Caring and the cost-of-living crisis in Scotland – Carers Scotland 2022 
iiii Carers UK supporting Carers at work: opportunity and imperative 2021 


