Carer Breather Consultation

Improving Carer Breather Short Breaks for unpaid carers in
North Lanarkshire

A report on findings from a consultation by North Lanarkshire Carers Together (NLCT) on
behalf of University Health and Social Care North Lanarkshire 2024.
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Introduction

together

Unpaid Carer

In May 2021, unpaid carers told North
Lanarkshire Carers Together (NLCT) that service
providers needed to think creatively and address
the need for quality time out, that didn't just take

the form of an annual short break, or a holiday.
Carers wanted something that was easily
accessible in their own community.

As a result, since December 2021, carers have
been able to access services across North
Lanarkshire called Carer Breather funded by
University Health & Social Care NL (UH&SC NL).
These activities have provided carers with breaks
from their caring roles and allowed them to take
some much needed time out for themselves.

The Carer Breather Fund that was launched for
the very first time in 2021 was known as Phase 1.
Additional investment was subsequently made
for Phase 2, due to the runaway success of the
initial pilot. This second Phase concludes in
March 2025.

UH&SC NL are committed to supporting carers.
As part of their commitment, there is an ambition
for additional financial investment to be made
available, which will allow community and
voluntary sector organisations to submit project
proposals to provide Carer Breather services in
North Lanarkshire.




Introduction together

The consultation took place using an online survey, paper copies distributed to carers and
partners and in-person during the period 16th July - 29th August. As part of this
consultation:

The findings of this consultation present a landscape in which carers are in desperate need
of breaks from their routine but also advise of several challenges that they need to
overcome to access a Carer Breather activity. These barriers span lack of information
regarding what’s available, timings of activities, transport, lack of replacement care and a
lack of understanding of multiple and complex needs to name a few.

NLCT has made recommendations and considerations that we intend to inform guidance
of any future Phase 3 of Carer Breather that will take account of all the carers and
organisations views from this consultation. A key recommendation is that carers continue
to be involved in every future step of the work in North Lanarkshire to improve and
develop the flexibility, choice and control of the Carer Breather systems.

Enormous thanks to every carer who took the time to respond to our Carer Breather survey and
take part in our in person Carer Breather event. Many thanks also to the carers organisations who
took part in the consultation. At NLCT, we continue to fulfil our “We asked, You said, We did”
promise, and as such, we will report back to both the carers and the carer organisations on the
outcomes of this Carer Breather consultation report.
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*The in-person Carer Consultation on Carer Breather event took place on August 29th, 2024.
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Introduction

In 2021, unpaid carers in North Lanarkshire expressed a strong need for accessible, community-
based activities that provide breaks from their caregiving responsibilities without significant
financial burden. This feedback prompted the launch of the Carer Breather initiative by North
Lanarkshire Carers Together (NLCT), funded by University Health & Social Care North
Lanarkshire (UH&SC NL). The Carer Breather initiative has been delivered in two phases, with
the second phase set to conclude in March 2025. In recognition of the programme’s success,
further consultations have been conducted to assess its impact and inform a potential third
phase.

Consultation Process

A comprehensive consultation took place from 16th July to 29th August 2024, involving online
and paper surveys, and in-person events. The consultation aimed to evaluate Phase 2 of the
Carer Breather initiative and gather insights for a potential Phase 3. The consultation gathered
responses from 307 carers, 11 Carer Breather projects, and additional stakeholders.

Key Findings

The consultation revealed that unpaid carers are in desperate need of breaks from their
caregiving duties, but face numerous barriers to accessing Carer Breather activities, including:

Lack of Information: Carers reported
not knowing about available activities,

mdlcatlr\g a_ heed for better Timings of Activities: Many activities do not
communication and outreach. . . ; .

align with carers' schedules, particularly for

those who work or have limited availability.

Transport Challenges: Difficulties in
accessing public transport make it hard

for carers to attend activities.
Lack of Replacement Care: The absence of

suitable care for the person they care for
prevents many carers from participating.

Complex Needs: Activities often do not
account for the varied and complex
needs of carers and those they care for.
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Impact of Carer Breather Projects

The Carer Breather projects, delivered by 11 organisations provided significant support to carers:

1,257 individuals and 1,169 carers and
their families were supported through
73 activities and 3,435 sessions.

£271,500 was awarded to projects in Phase
2, Year 1.

Carers appreciated the activities offered, such as art therapy and health and wellness sessions,
but expressed a desire for more options that suit their personal circumstances and preferences.

Demographic Insights

The survey results highlighted the extensive responsibilities of carers in North Lanarkshire:

A significant portion of carers support
individuals with Autism and
Neurodivergence (33%), reflecting broader
trends observed across Scotland.

66% of respondents care for more than
50 hours per week, demonstrating the
full-time nature of their roles.

Carers’ Preferences and Recomendations

Carers expressed a clear preference for flexible and varied Carer Breather activities:

31% preferred activities they Other
could do together with their 10.6%
family, while 30% favoured

individual activities.

Health and Wellbeing

Key recommendations include L5,

expanding the range of activities,
improving communication about
available options, and addressing
logistical barriers such as
transport and replacement care.
Carers strongly advocated for
more flexibility, choice, and
control over the Carer Breather
services they can access.
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Feedback from Carer Breather Projects

Carer Breather projects echoed carers’ sentiments, stressing the importance of sustained
funding and the need for additional support services, such as a ‘sitter service’ to provide
replacement care. All projects reported that carers would be adversely affected if their services
were discontinued and highlighted the challenges of securing alternative funding.

Conclusion and Future Considerations

The consultation underscored the critical role of Carer Breather activities in supporting unpaid
arers across North Lanarkshire. The findings suggest that current provisions are beneficial but need
to be expanded and adapted to better meet carers needs

Key considerations for a potential Phase 3 include:

Enhanced Co-Design: Carers should be
involved in the planning and

development of Carer Breather activities Expanded Activity Options: A broader
to ensure that their needs are met. menu of activities should be available,
allowing carers to choose what best
supports their health and wellbeing.

Addressing Barriers: Systematic efforts are
required to tackle the identified barriers,
including better communication, flexible
timings, accessible transport, and provision Sustainable Funding: Securing ongoing
of replacement care. financial support is crucial to the continuity
and expansion of Carer Breather services.

The acute need for meaningful breaks is evident, with carers overwhelmingly calling for more
inclusive, flexible, and accessible support. As NLCT continues to champion the voices of carers,
it is imperative that future initiatives reflect their feedback, promoting a Carer Breather system
that truly supports and uplifts unpaid carers in North Lanarkshire.
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Carer Breather funded projects have been set up to offer activities such as art therapy, health
and wellness activities and holistic support. There are also groups supporting, for example, one
parent families or people caring for loved ones with learning disabilities or people caring for

individuals living with long term conditions.

The eleven organisations who have received funding in Phase 2 are:

Parkinson’s
Self Help

Watch Us Group
Grow

Glenboig
Development
Trust

PlayPeace

Getting
Better
Together
Bazooka
Arts

The Health
and
Wellness
Hub

The
Haven
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Voluntary Action North Lanarkshire (VANL) undertook a mid-term evaluation exercise with
those Carer Breather organisations listed above covering the period April 2023 - March 2024.

Below is a summary of reach & impact:
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Who We Heard From?

It is vital that we recognise the unpaid carers who participated in our survey. Furthermore, we
can gain a more comprehensive understanding of the extent of the caring responsibilities that
individuals undertake, in addition to conveying critical information. Every carer will soon be
entitled to and requires the opportunity to take a break of their choosing.

Our online carer survey went live on the 16th of July and was open until the 16th of August.
During that time, the survey was shared far and wide by carers, carer organisations, community
and voluntary sector groups, local Councillors, MSPs and MPs.

We received 245 online responses and 42 hard copies of responses from across all the North
Lanarkshire localities - we tried to be as inclusive as possible.

94% of respondents reported their ethnic group as “White British / Scottish” with the remainder
being from mixed or multiple ethnic groups, Asian and White European.

Airdrie

There was a healthy spread of Bellshill
respondents across the six

. . tbri
North Lanarkshire localities: Coatbridge

Cumbernauld and the Northern Corridor
Motherwell

Wishaw/Shotts

Unpaid Carers from ages 18 to 65+
responded with the majority being
over 35 years of age:

5% 10% 15% 20% 25% 30% 35%

Under18

18-24
The largest cohort of cared for
individuals were those under 18,
followed by those aged 65 plus: 35-44

25-34

45-54

55-64

65+
20% 30%
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Who We Heard From?

We found 66% of all respondents care for 50+ hours per week. This is a significant finding and
reflects the scale of caring being carried out across North Lanarkshire by unpaid carers. Two
thirds of carers are therefore classed as caring “full-time”:

up to 4 hours a week 5-19 hours per week
. 2.5% 8%

20-34 hours per week
10.5% .

35-49 hours per week
13%

50+ hours per week
66%

In terms of the primary illness, disability or condition of the cared for person, responses are as
follows with one third of our respondents caring for someone with Autism and
Neurodivergence. This correlates exactly with the Scottish Government’s Carer Census returns
from 2022-2022 that reported 33% of children receiving care from an unpaid carer have Autism:

[ Percentage

Dementia

Mental Health

learning Disablility

Austism and Neurodivergence
Physical Disability
Nuerological Condition
Addiction

Palliative Care

Cancer

Frail/elderly

Sensory Impairment

Other Ilinesses/Disability
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Responses to Key Questions

What type of Carer Breather activity would suit carers best?

There were four options given regarding the type of Carer Breather activity that would suit carers
best - these scored, in order of preference:

An activity we could do together as a couple or as a
whole family

e 50%

An activity on my own

o 2 0%

Seperate activities, but at the same time

o 199

An activity for the person | care for

It is clear that one size does not fit all and throughout the survey, as identified above, there is an
appetite for more flexibility and choice around the type of Carer Breather activity offered. An
activity we could do together as a couple or as a whole family, a break from the routine, is the

most popular response, and this is something to be encouraged in the applications for any future
Phase 3 of Carer Breather.
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Responses to Key Questions

More on the sort of Carer Breather activities carers would prefer to access

We asked carers to tell us what kind of activities they would value the most. This gave individuals
an opportunity to share exactly what they would like to be able to access that would keep them
well in their caring role. Health and Wellbeing activities scored highly here:

Other
10.6%

Health and Wellbeing
44.5%

Arts
22%

The other responses were varied (not all of them actionable within Carer Breather, for example, a
holiday abroad). Carers talked about chilling at the beach, theme parks visits, theatre excursions,
flower arranging, dance classes, crochet, bingo, there was even an appetite for online groups
again with several carers lamenting the closure of online groups that had sprung up during the
pandemic.




carers W
together

Carers’ Preferences and Barriers

Are there obvious gaps or barriers to accessing activites in your community?

Key to improving and developing how Carer Breather works for unpaid carers across North
Lanarkshire is understanding the knowledge and the practical barriers that prevent carers from

seeking out or accessing Carer Breather activities.
Here are some of the most common responses, which fell into five categories:

Lack of information regarding what’s available, Timings of activities, Transport, Lack of
replacement care and a Lack of understanding of multiple and complex needs.

“Yes, there is not enough information or
communication about activities.”
“Yes, | work and miss a lot of
things as nothing is on in the
evenings.”

“Yes, activities are often too far
away by public transport to get
to. It takes too long and often the
journey is longer than the
activity.”

“Lack of understanding that multiple
needs / age ranges may be
involved.”

The lack of access to replacement care for the cared for is a significant barrier to carers taking
part in activities. A significant percentage of carers showed an appetite for a Sitter Service where

the replacement care could be provided in their own home.
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Carers were asked if they had any other feedback comments around the topic of Carer
Breather. Paying attention to what carers say and feel can only result in improved services and
represents the commitment to Engagement and Participation across North Lanarkshire.

Plans often change at the
last minute, it's hard to
commit sometimes as
plans can change. The
option of online classes
would be good when it's
hard to get out.
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All 11 Carer Breather projects were asked to complete an evaluation form with 11 mandatory
guestions - their answers offer tremendous insight into the development of any potential Phase
3 of Carer Breather.

The initial questions and typical responses are as follows:

-
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Carer Breather Projects Consultation

The Carer Breather Projects were also asked how they would address three of the main barriers
cited by carers in our survey:

7 of the 11 projects advised that they would not be able to secure funding elsewhere to continue
if the current funding stopped, with 4 unsure.
9 of the 11 are open to the idea of developing a sitter service.

16




Carer Breather Projects Consultation together

We cannot guarantee that we could secure the level of funding required to sustain this service -
without Carer Breather funding this service would be at significant risk. The current funding
landscape is extremely challenging making it very difficult to secure funds. Recent experience
of funding applications has seen unsuccessful outcomes/inability to submit as intended due to,
for example: overwhelming competition for funds - 3000% increase in applications received to
the fund; 4% success rates in applications received; funds closing within two days when
intended to be open for a month. We know from speaking with our third sector colleagues that
these experiences are mirrored across the sector.

Carer Breather funding ensures that our service can operate fully in North Lanarkshire. Our work
revolves around a responsive approach to need. Family carers highlight the issues or
aspirations, we develop practice and resources around these.

The Carer Breather programme has been a fantastic addition to our service and our
organisation. There is huge demand for this service, the benefits and impact for families have
been profound and far-reaching. The service not only benefits carers, but the children they care
for, their families, the wider community and society overall.

Our own personal lessons from the project are that the commitment to attending every week is
a substantial obstacle to carers enjoying their sessions. The feeling of 'time to oneself is a
luxury' that they cannot afford on a weekly basis. Often time alone is used to catch up on
chores and appointments. This observation as well as noticing that many support groups are bi-
weekly suggests that our service users may be better served with a block of 6 sessions that
spans across 12 weeks so that there is time alone for chores sometime and recuperation the
other times.




Carer Breather in person Consultation together

NLCT consulted with 20 Forum members, 11 Carer Breather organisations and other Carer
Support Network partners on what they would like to see from future Carer Breather services at
an in-person event on August 29th at Forgewood Community Centre.

The responses to the key questions were very much aligned with the survey findings. Carers
also reported that the type of Carer Breather break that would work for them would be one
where they had flexibility, choice and control - being able to go shopping in an actual
supermarket as opposed to relying on online shopping whilst the cared for is being looked after
was one such request. Being seen as a person first, carer second was also cited as extremely
important. It was also agreed that carers can be their own worst enemies when it comes to
accessing activities - every carer deserves a break, and we must understand that guilt itself can
be a barrier to carers seeking out a break from their caring role or from routine. Unpaid carers
find it tremendously difficult to prioritise their own health and wellbeing needs.

Feedback from Ramatu Umar Bako, Engagement and Participation Network Lead,
North Lanarkshire Disability Forum (NLDF):
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1,771 unpaid carers completed the State of Caring 2023 survey in Scotland. There are an
estimated 800,000 carers in Scotland, so this represents a 0.22% response rate at a national
level. The State of Caring survey is the UK’s most comprehensive regular research into the lives
and experiences of unpaid carers.

In comparison, 287 unpaid carers completed NLCT’s Carer Breather survey (online and hard
copy) with an additional 20 carers’ views garnered at our in-person consultation event. There are
an estimated 49,000 carers living in North Lanarkshire (with an estimated 10,000 known to
formal services). This represents a 0.63% response rate, almost three times as much as the
national return.

It is imperative to base the conclusion to this consultation report on the evidence
gathered. Carers have told us:

The current Carer Breather provision is working for those who can
access it.

There is an almost even split between carers wanting an
activity they could do together as a couple or as a whole family
(31%) or an activity they could do on their own (30%).

44.5% of carers responding to our survey would value a Health and
Wellbeing activity the most. This aligns with Outcome 6 of the Scottish
Government Health and Wellbeing National Outcome for carers which

states that:

“People who provide unpaid care are supported to look after their own
health and wellbeing, including to reduce any negative impact of their
caring role on their own health and wellbeing.”



https://www.gov.scot/publications/national-health-wellbeing-outcomes-framework/pages/5/
https://www.gov.scot/publications/national-health-wellbeing-outcomes-framework/pages/5/

Conclusion together

There are several barriers in place hindering unpaid carers
from accessing Carer Breather activities, including:

lack of replacement care

timings of activities

transport

lack of understanding of multiple and complex needs
lack of information regarding what’s available

There needs to be a wider menu of options relating to Carer Breather activities
offered - carers ultimately should have choice, flexibility and control of how they
access an activity that will be meaningful to them.

These findings come against the backdrop of the two thirds of carers who responded to our
survey caring for 50+ hours per week. The acute need for meaningful Carer Breather activities
that provide a real rest for carers and a break from both their caring role and their routine is clear.
It is key that co-design with carers should be embedded in every part of development of Carer
Breather, moving forward.

The secretary for HSC Neil Gray was cited in healthandcare.scot earlier this Summer announcing a
range of planned stakeholder engagement sessions on the reform of health and social care. He
aims to have prevention and early intervention as a key priority. We know that a ‘right to a break’
for carers will be embedded within the National Care Service and should form part of that review.
UH&SC NL has an opportunity to develop and improve how Carer Breather activities are provided
and create a blueprint for other local authority areas to adopt.

UH&SC NL now have a body of evidence upon which to make considerations on next
steps. We have produced key recommendations for consideration.




Recommendations together

A Key Recommendation is that

Carers continue to be involved in every future step of the work in North Lanarkshire to
improve and develop the flexibility, choice and control of the Carer Breather systems -
sustaining and improving the current model.

Priority

Must also be given to how we overcome the practical barriers affecting unpaid carers’
ability to access Carer Breather activities, particularly in relation to the high level of
replacement care needed for carers to attend these breaks and to look after their own
health and wellbeing.

The Development of Innovative Methods

To offer breaks to carers, particularly those who are not presently aware of services
(currently 4 in 5) should be emphasised.

There needs to be closer alignment to the current Carer Strategy and the new
Engagement and Participation strategy (launched on 4th September, 2024). Of note,
only 6% of carers surveyed in this Carer Breather consultation are of mixed or multiple
ethnic groups, Asian or White European.
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There remains significant need for replacement care in the form of sitter services. Without
replacement care, many carers may be prevented from taking any form of break at all.

Some carers have advised us that having the
option to go shopping on their own represents a
break from caring for them. Others have told us
that being able to have the option to take a break
from household chores, “their routine”, would
represent a break from caring. These options
should be considered when developing any future
Phase 3 of Carer Breather.

A menu of options for carers to choose from is a good starting point - this should include:

Separate
An activI:ties, but Sport /
activity on at tt_e same o Recreation Online
. ime ea iviti
their own . Activities Activities
Wellbeing

An activity the activities Events -

carer could do Arts & theatre,
together as a Crafts cinema
couple or as a Activities etc
whole family

The feeling of “time to oneself is a Ensuring that carers continue to
luxury” that many carers convey show care and have a life alongside
they cannot afford to attend a break caring through participating in
on a weekly basis. Often time alone is Carer Breather encourages access
used to catch up on chores, to socialisation or time out for
appointments and recuperation. There themselves. This supports carers to
should be greater flexibility on the maintain physical and mental
timings of Carer Breather activities - wellbeing and prevent crisis
prescribed timings present barriers for developing and costly crisis
carers for whom specific timelines do supports (early intervention is key).
not work.




