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1

This report provides
essential insights into
the reality of care and

the stresses placed upon
FO rewo rd carers, who urgently

need additional support

As General Secretary of the Royal Society

of Edinburgh (Scotland’'s National Academy)
(RSE), | am delighted to welcome this report
on the important work that members of the
Young Academy of Scotland (YAS) have
conducted under the heading “Scotland Cares".

YAS was established by the RSE in 2011 to provide a platform for innovative young professionals
from all areas of academia, business, third sector organisations and pubilic life, to work together
to address the most challenging issues facing society in Scotland and beyond. There can be
few more pressing issues than the question of care - of whom, by whom, with what resources?
- within Scotland. The issue is not merely one of demographics related to an ageing society,
but also of the prevalence of chronic and long term iliness and different forms of disability,

and of the age-old question of care for the next generation. Furthermore, as we become more
knowledgeable about the different support needs children may have in order to fully thrive,
that means that the nature (and perhaps the intensity) of care needs to evolve.

This report uses a narrative approach, based on survey data, to bring the stories of care to the
fore in the words of those who provide care themselves. It helps us to remember that carers are
of every age, identity, and are to be found in every part of Scotland, with rural areas facing their own
particular challenges. But they remain invisible, for the most part, and their stories are unheard.

This work could not be more timely, just as Scotland approaches the pivotal 2026 Holyrood
Election. Complementing the RSE's own wider work on the Scottish Parliament election, this
report provides essential insights into the reality of care and the stresses placed upon carers,
who urgently need additional support.

While YAS is a self-governing activity of the RSE, choosing its own members and driving its
own projects, it makes an indispensable contribution to the RSE's wider mission to ‘make
knowledge useful: Understanding the experiences of carers, within the framework of the
wider academic and grey literatures on the topic, is the first step to a more compassionate
Scotland that places, at the centre of our national political and social conversations, the
challenge of providing care and enabling and empowering both carers and those whom
they care for to live full lives.

Jo Shaw, General Secretary of the Royal Society of Edinburgh
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2 Executive Summary

We know that at least 759,000 people in
Scotland provide unpaid care to at least one
individual with a mental or physical illness,
disability, or frailty. ' Their contribution is
worth an estimated £10 billion annually in
Scotland.2 This figure is likely to rise,

as such pressures grow significantly in

the years ahead as our population ages.
Sadly, delivered care is not without a cost.
Unpaid carers in Scotland consistently
report physical and mental health challenges,
compounded by a lack of financial and
emotional support. Further financial ‘burden’
falls unequally on women and those from
lower socioeconomic groups taking on
more of the work and facing additional
barriers. Thousands fail to identify as “carers’,
believing it is their moral or familial duty to
provide care. They remain unaware of their
rights and critically, policy cannot be
influenced by their lived experience.

Through the power of storytelling the
‘Scotland Cares' project, delivered by the
Royal Society of Edinburgh Young Academy
of Scotland (YAS), we have aimed to raise
the profile of voices and stories without a
particular theory or preset ideas. Instead,
we have let carers tell their stories as they
are. By providing individuals from across
Scotland with the opportunity to describe
their daily experiences we hope to raise
wider public awareness and empathy for
their roles, while providing further evidence
for policy change.

Our online survey responses indicated an
overwhelming picture of the challenges

of providing care. Many respondents
highlighted the impact of their caring role on
their lives, including their mental wellbeing
and career. Another recurring theme was
the lack of financial and emotional support.
In between the challenges, it was heartening
to see that a sense of compassion, love

and reward was evident. When asked

about “places carers can go’, respondents
highlighted carer centres and other
community resources although others noted
support was hard to find. When queried
about the future of caring, the need for
“more support” was the clear response.

This could be financial or emotional support,
but also more available information and for
others to have a better understanding and
show more empathy.

Unpaid carers in
Scotland consistently
report physical and
mental health challenges,
compounded by a

lack of financial and
emotional support
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Executive Summary

Overall, the vision for the future was one of
dignity, equity and practical support for those
who care. Our policy implications include:

> Future efforts should systematically
challenge carer invisibility. This could include
developing a long-term national campaign
to raise public awareness and challenge
stigma around the unpaid care sector.
Sustained public health campaigns
around mental health provide a template
of how this could work.

> There is a need for more responsive and
personalised support systems that reflect
the diversity of carers’ lives and responsibilities
across stress, isolation, information needs
and economic security.

> As Scotland approaches the 2026 Holyrood
elections, there is an opportunity to reimagine
care. We should be aiming for a structure
that focuses on lived experience, values
unpaid contributions and builds systems
that are both compassionate and coherent.
Continued consultation, co-designed with
carers themselves, will be essential to
achieving this.

Our report is timely. Scotland struggles to keep
up with demand as our population ages and
our awareness and support for children with
additional support needs grow.

Our collective stories highlight both the hardships
and rewards of unpaid carers in Scotland. Our call
for action is not just for policy makers and those
with the power to affect positive and constructive
change, but also the people of Scotland.

Many of us will probably
know someone providing
unpaid care, whether it

is a family member, friend,
colleague, employee,

or neighbour. It is time

to move beyond stigma.
We must recognise, value
and support all carers -
with empathy, compassion
and meaningful action.
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3 Introduction

While caring represents some of the most
remarkable elements of the human spirit,

it is synonymous for many with a wide array
of challenges such as stress, uncertainty,
loneliness, declining personal health,

and a loss of identity.

The pressure on unpaid carers is felt strongly.
Statistics collected by Carers UK (from over
10,000) identify that 82% of carers stated that
caring had adverse impacts on their physical
and mental health.?* As society continues to
age, comorbidities (two or more medical
conditions or diseases occurring in the same
person at the same time) become more
common. By necessity, health and social care
models must move health care out of hospitals
and into the community. Those who care for
others will take on a greater breadth and depth
of roles in delivering care in the years ahead.

In 2021, The Royal Society of Edinburgh,
Young Academy of Scotland (YAS)
established three grand challenges to guide
their membership until 2026. The ‘Scotland
Cares' project interlinked with each of
these challenges which are:

> Enabling a more equitable, diverse
and just Scottish society;

> Enabling a respectful and inclusive
societal exchange; and

> Enabling people in Scotland to thrive
sustainably.

YAS formed a collaboration across multiple
universities working with Carers Scotland
and the Health and Social Care Alliance
(‘THE ALLIANCE) to collate carer stories
from across Scotland. The overall aim of this
work was to promote the visibility of carers,
amplify their views and voices, the critical role
of caring and to develop a diverse audience
for these voices. This initiative coincided while
the Scottish Government was developing
conversations and consultations around the
‘National Care Service! While this flagship
approach has been abandoned, the systemic
and individual pressures remain.

Our project ambitions were relatively modest.
We developed a focused short survey which
gathered insights from unpaid carers across
Scotland about their achievements, favourite
places and future hopes. We asked carers to
highlight what would improve their situation.
Their stories provide a revealing insight into
contemporary issues of carers in modern
day Scotland. In this report, we have used
the words of the carers, along with graphic
illustrations of their stories to give a voice to
those who feel unheard.

The authors behind this report have first-hand
experience of supporting family members
with care and want to see stronger links
between carer communities, researchers and
policy makers. We hope that these stories
shared by carers will inspire and help inform
policy and support for carers across Scotland.
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4 Literature

Unpaid care and inequalities

Despite their central role, unpaid carers
frequently lack adequate financial and
emotional support. Carers contribute an
estimated £15.9 billion annually in Scotland,?
through activities such as the delivery of day
to day care, arranging and managing health
and social care appointments alongside
emotional support. Yet these same carers
face economic disadvantages due to reduced
work hours and out of pocket expenses.*
Women are particularly affected, as
caregiving roles disproportionately fall

on them, reinforcing gendered economic
inequality.> ¢ A dominant theme in our
society is to romanticise caregiving,
obscuring its heavy emotional and physical
toll.” This has wider implications on
long-term earnings and employment.”

Carers in lower socioeconomic groups face
additional barriers to accessing care and
support.? There have been long-standing
inequalities that underline the need for more
inclusive policies, recognising the structural
challenges unpaid carers face. 10

Mental and Physical Health
Impacts on Carers

Although there are some positive impacts of
caring, providing long-term, high-intensity
care has been associated with numerous
mental health consequences, including
elevated levels of anxiety, depression and
self-referral for mental health treatment.’

Elsewhere, UK household studies over
extended periods of time have identified
that being a parent who also cares for other
relatives or friends such as elderly parents
(often termed ‘sandwich care’) was often
associated with a deterioration in mental
health. There are also wider concerns for all
carers who care for 20 hours or more per
week which is often associated with a
deterioration of mental health for carers.’2

Equally, review evidence highlights that
there are a wide range of physical health
impacts including the high-risk impact of
musculoskeletal disorders, alongside low to
moderate risk of cardiovascular disease and
early mortality.'® As increasingly reported,
the link between physical health and mental
wellbeing is complicated, often causing
many long-term health issues for carers.4

Carer Identity and Social Recognition

The acquisition of the caring role often has
multiple phases.'> People providing care do
not self-identify as carers, which limits their
access to services. Instead, they see their role
as a familial or moral duty. This invisibility

can result in the views and experiences of
carers, especially those from minority

ethnic backgrounds or younger age groups,
being excluded from policy development

in this area.’®

Caregiving is deeply gendered, as discussed
earlier, and intersects with wider structural
inequalities.
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Literature
There have been many challenges around
. previous similar acts, with many carers unaware
Storytelllng enables of their rights.'® Therefore, embedding lived
carers to express experience into care policy is crucial to ensuring
reforms meet the needs of carers and do not
personal trUthS_’ further entrench inequality.® 20
build community, _
and challenge Storytelling as a Method

institutional neglect

Policy Context: Scotland’s
National Care Service and
Care Reform (Scotland) Bill

At the time this survey was shared (2024)
there was much anticipation around
Scotland’s future ‘National Care Service'

to centralise social care into a national body
and removing responsibility from local
authorities. Such proposals faced substantial
opposition and were officially dropped in
early 2025. Despite this reversal, the need

to enhance voices, rights and cultural change
around unpaid care remains more than ever.
Such conversations continue within the
current implementation of the Care Reform
(Scotland) Act 2025.17

of Empowerment and Change

Storytelling serves as a transformative method
in social research and policy. It enables carers
to express personal truths, build community,
and challenge institutional neglect.” Frank?!
describes storytelling as a “moral act” through
which individuals can reframe illness, care,
and suffering as collective rather than private
experiences.

In initiatives like Scotland Cares, a variety

of storytelling methods are used to elevate
carer voices, bringing visibility and empathy to
their roles. These approaches not only support
emotional wellbeing but also inform more
responsive policy and cultural change.
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5 Methodology

Aim of the work

The aim of this project was to collate stories
of care from across Scotland to celebrate
the achievements (and highlight challenges)
of unpaid carers, and provide insights into
the challenges of unpaid care, with a view to
providing recommendations and informing
policy in this area.

Ethics

We obtained ethical approval for this work
from the Department of Computer and
Information Sciences at the University of
Strathclyde (Number 2214). All participants
provided informed consent to take part in
the work and all questions presented were
optional. Although we did not request
identifiable information within the stories
provided, we made all attempts to maximise
anonymity of responses. Responses were
stored on secure servers that adhere to
University storage policies (e.g. GDPR).
Information was redacted to protect
participants and reduce the likelihood

of deductive disclosure. Carers who wished
to be named in the report were shared a
final draft of the report and those who were
back in touch with the collaborative team
were acknowledged in writing.

Survey design

We designed the survey to have as few
questions as possible considering that many
unpaid carers are already under considerable
time pressures. A multidisciplinary team
(individuals with different disciplines and
expertise) developed an online survey that
would help us understand different domains
of informal carer activities including:

> Caring stories

> What carers would like to see in the
future for carers in Scotland

> What one thing would make a difference
to an individual’s caring situation

> Places that informal carers would
recommend going to for support
and/or respite

A combination of 11 categorical data and

free text (qualitative) responses were
collected and analysed in the survey.
Categorical questions pertained to collecting
demographic information about geographical
location of the carer and how they found out
about the survey. Qualitative data, via the
online Qualtrics survey platform, encouraged
the participants to tell us their stories of
caring and what their vision is for the future
of caring across Scotland. The themes
emerging from these stories are presented

in this report.
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Methodology

Data analysis

Thematic analysis 22was employed manually
to identify, analyse and interpret patterns and
themes within the qualitative data generated
through the survey. This included:

1 Familiarising ourselves with the data:
As a group, we read and re-read the stories
provided to us in the survey and discussed
initial ideas and thoughts about the stories
received.

2 Generation of initial codes: Researchers
coded features in the data in a systematic
manner. These included stories of care past
and present, stories of future care, and stories
of a place where people go for support.

3 Search for themes: We grouped codes into
potential themes, and all relevant data was
gathered for each potential theme

4 Review the themes: We reviewed the themes

to see if they work in relation to codes and in
relation to the entire dataset generated. As a
multidisciplinary research team, we worked
together to review each other's work and
search for any additional themes within

the dataset.

Define and name the themes: Here, we
analysed each theme and the overall story
being created because of the carers providing
their individual stories to us. We generated
clear names (illustrated as subheadings) for
each theme.

Producing the report: The final phase was
selecting the most compelling quotes from
the datasets. These were carefully selected
to ensure they reinforce the themes and
contribute to the overall picture being
generated by the stories provided to us.
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6 FIindings

| am sad that

6.1 Stories of Care

Fifty respondents to the survey shared
their stories of care. Some respondents
were unfamiliar with the term ‘carer’ or did
not initially associate themselves with the
term. For example, Respondent 10 told us
that “I never thought of myself as a carer
until someone pointed it out” Similarly,
Respondent 12 told us that “Even the title
of ‘carer’ was something | struggled with”
Respondent 40 delved deep into the meaning
of the term ‘carer’ and said that “/ have very
mixed feelings about the professionalised
use and meaning of the term carer. We all
need love and care, as humans we are
interdependent... | am sad that as a society
we do not value love and care”

Challenges of care delivery

Overall, many respondents spoke about their
experiences of caring as being challenging.
For example, Respondent 1 said that their
experience of being a carer was “lonely,
tough, life changing” and went on to say that
“I've lost my own life while caring for another”
Another carer said that “/ often feel that I'm
not seen as a carer because it’s just mental”
(Respondent 3). Caring was described as a
“rollercoaster” (Respondent 6) and as

“tough, challenging, and totally exhausting”
(Respondent 48). Notwithstanding the
challenges of caring, love for the person
being cared for shined through in the stories.

as a society we
do not value
love and care

For example, Respondent 49 said about
caring: “it can prove exhausting at times and
can be a lonely path, but | would never walk
in any other way" Respondent 9 told us that
the person they care for “is the love of my life,
but I struggle to fulfil her needs”

Many of the respondents spoke about caring
for an elderly parent or grandparent. They told
us stories of care about grandparents and
how they felt compelled to provide such care.
Respondent 2 said “My grandparents were
an integral part of my life growing up”

They spoke about the challenges of looking
after their grandparents and their mother,
who also has health issues, and said that it is
“like running two homes - all the cleaning,
bills, shopping, Dr/hospital appointments,
cooking and meals... and it’s hard!’

When one grandparent’s health deteriorates
more than the other, the challenge of moving
one of them into a care home was described
as a “daunting thought” (Respondent 2) and
it was felt that such a move “would make
caring even harder as we would have to split
our time over two locations’
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Findings

Impact on career development

Many carers spoke about how they have had
to give up on career ambitions to provide care.
Respondent 4 said that they “changed career
path in order to stay near my parents in [city] in
order to care for my mother’ Respondent 6

said that they had to give up their part-time
employment due to the demands of being a
carer. They felt that they “cannot shake the feeling
that | will have somehow failed to achieve what |
set out to do in my career which I have to admit
has impacted my own health and wellbeing”
Respondent 20 told us that when you become
a carer, you “give up your dreams and hopes to
care for someone who is lost in a disease that
cannot be cured” We heard from Respondent
38 that “my prospects of having a career or
furthering my education have been continuously
interrupted by my caring role” In addition to
career development, the financial constraints
associated with unpaid care were well noted

in the stories we received. Respondent 6 told
us about financial hardships caused due to
giving up work to provide unpaid care to a
family member.

Impact on personal relationships

Beyond caring impacting on careers, the impact
of caring on carer personal relationships was
highlighted. Respondent 6 said that caring has
“put a strain on my personal relationships and
my own health and wellbeing” Respondent 28
told us that the impact of caring on personal
relationships was one of the hardest aspects

of caring and said that “To take away the
isolation and make friendships or build a routine

is the hardest part of caring for anyone, as you
are isolated” They also told us that as a carer
“you don’t get a break anytime” and that “you
don’t see your friends or go out’ Respondent 38
spoke about their resentment of the impact
of caring on their personal relationships and
said that “/ resent every minute that | have
spent caring for others. It has repeatedly
destroyed my relationships with close family
members whom | do love, but | cannot let

go of the anger and resentment and
disappointment at how badly society

has repeatedly failed both my loved ones

and myself”

I've lost my
own life while
caring for
another
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Findings

Impact on mental wellbeing

Mental wellbeing of carers was a prominent
theme within the stories, with several
respondents writing about the impact of
caring on their own mental wellbeing. This
was articulated by Respondent 12 who said
“There is little or no time for me to have to
myself and | am physically and mentally
drained taking care of others” Respondent
39 told us that “my physical and mental
health has deteriorated with the additional
responsibility [of caring]”

Respondent 6 said “Unfortunately | can only
see more people suffering from mental health
condlitions in the future, creating a cyclical
healthcare problem for a lot of people and
families within society that is not addressed”
It was clear that caring has a significant impact
on mental health of carers with Respondent 38
telling us that “/ wanted to kill myself” upon
finding out they had no option but to be

a carer. They said that they feel that there

is “no prospect of any respite or escape

other than death”

Stress was commonly experienced by carers,
with a key cause of stress being the provision
of healthcare for the person they care for.
Respondent 35 told us that “Sometimes I feel
stressed - particularly if we are involved in

the healthcare system because the various
departments don’t seem to communicate with
each other” On engaging with healthcare
professionals, Respondent 42 told us that
they are “not listened to or treated badly by
health professionals”

| am physically
and mentally drained
taking care of others

Finding a way to overcome the stress of being a
carer was a key message that one respondent
wanted to share in their story. Respondent 41 said
that “/ painted, and painted, and painted... these
wee watercolours inspired by my daily mindful
walks in local woods and shores were my escape,
happy place, and got me through the most difficult
times in a way that was authentically me” They
went on to encourage other carers to engage in
creative wellbeing activities, where they can “seek
comfort, relief and joy" Participant 42 told us that
they “find a little peace and self-worth” through
volunteering in their local community, when

they can do so.

Lack of support from
government or society

On becoming a carer, respondents told us about
the challenges of getting support. Respondent 12
said that they “naively presumed that all the help
we needed would be easily accessible, but the
reality proved to be the complete opposite!”
Respondent 22 stated that they “have been on a
massive learning curve as we travel through this
journey” Similarly, Respondent 18 told us that
they “have no support’ They went on to say

that the Covid-19 lockdown “gave everyone

the chance to experience our world”
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Findings

Indeed, many carers felt unsupported by society
and by government. Respondent 6 said “/ feel at
times we are left to pick up the pieces of a failing
social support system which is also on its knees
due to lack of funding’ Carers spoke about societal
and government expectations that the “family
have to deal with it” (Respondent 6). Respondent
40 said that “/ am saddened by the exploitation

of love and care through social policy and the
creation of a homogeneous identity of “the carer”!

One carer told us that they think that “carers are
despised as they are ‘economically inactive’ even
though we save the economy billions in social
care and nursing costs” (Respondent 38).

The challenges of getting support was a key
theme in the stories. Respondent 23 told us
that they endured a “six-month wait for a social
worker to be appointed and more or less left

to get on with it” Furthermore, they said that
“social services never turned up on a reqular
basis, because they were short staffed”
Respondent 31 told us that “after four years

of fighting for support that never comes and
shouldering everything, | have no voice now”
They went on to say that “To this day, we still
fight for help that is promised but never comes’”
Furthermore, they said that “We feel alone,
forgotten about and uncared for. We don’t feel
like there’s a future”

Technological challenges

The lack of support from local authorities

and public sector organisations came up quite
prominently in many of the stories. Respondent
36 told us that “[the council] have never been
helpful in any aspect and | don't trust them”
Digital transformation poses a key challenge

in seeking and receiving support for carers.

This was well articulated by Respondent 36 who
said that the person they care for “has never had
a computer and she highlights how many times
she is asked to complete forms or contact people
by email, Her dexterity is not as good and she

has no interest in modern technology (including
mobile phones) but people are being asked/forced
to work in this way, which seems unfair’

Support from voluntary and
third sector organisations

The value of lunch clubs and informal support
came up strongly in the stories that carers shared.
Respondent 5 spoke about how they would
struggle without the help provided by lunch
clubs. They said that the lunch club “has just

the right balance of care, understanding,
light-heartedness, and | am totally confident
when my husband is with them on his twice
weekly visits” They said that another club they
attend “provided information and supportive
meetings for us as carers’ highlighting the value
of lunch clubs to both the carer and the cared for.
Respondent 23 spoke about the great respite
support they received and said that “the lady
[from support group] was absolutely wonderful
and left the local council very much in the shade”

We don't feel like
there's a future
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Stories of care: Summary

Stories of caring were heartfelt and demonstrated the commitment
and often love that carers have for those who they care for. On the
other hand, carers shared how difficult things are. Respondent 20
articulated that “I've cried so many times, I've been angry, I've felt like
giving up, running away, but my love for [person I care for] keeps me
going strong” Respondent 41 told us that they found being a carer
“unexpectedly rewarding, important and an immense privilege to be
able to offer care, compassion and loving” They went on to say that
they are “humbled and mindful of the many carers who are out there,
often unseen and unheard, just showing up with compassion, love
and fortitude for their loved ones, day after day when it matters most”
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Findings

6.2 Places that informal
carers go

47 respondents answered our question
about one place in Scotland that they would
recommend other unpaid carers go, either
for support and/or respite.

Lack of support

The most common response from
participants was that there was not a single
place they could recommend or that they
were not sure how to answer. For example,
Respondent 49 stated “Not sure, I'm

hoping to get ideas from others”

Some carers highlighted the continued
challenge of delivering care limits and
their opportunity to go out. For example,
Respondent 39 said “/ haven't got the time
to go anywhere else - | am either at work
or looking after my family or travelling

"

between these two “jobs”.

Other carers highlighted that while they could
not recommend a specific place that they
took strength from, some support came from
their working role and the associated social
connections. Responded 33 said “I'm
unaware of any support or where to go but

my work colleagues have been my rock.”

Other carers highlighted specific challenges
around particular age groups. This was
articulated by Respondent 28 who said

“As a carer | have not found anything useful
in [the city] for my age or seen anything.

I am [in my 30s] and been a carer for [over 10
years]. For carers as in a suggestion where to
go | would recommend getting outdoors as

much as you can. As for a support place in my
area, | have looked at ‘Carers [City] but it is
marketed at 55+

Diversity of needs

Some participants shared their views of the
challenge of reducing a place for carers

into a single entity. Respondent 44 said that
“The problem | see is that it's difficult to find
one place that makes a difference to carers in
Scotland. There are many different sources of
information and support, and many of these
offer conflicting advice and variable support.
Sometimes (as in our son’s cases) if their
condition isn't seen as in a critical enough
situation, support simply isn't available.

This discounts the challenges they face with
everyday living and the challenges my partner
and | face as carers which are still over and
above what a “normal” family would face, yet
we are expected to deal with them without
an enhanced support network.”

Its difficult to find
one place that
makes a difference

to carers in Scotland
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Need for Physical in
person supports

Where respondents were able to comment
about a specific place, the most common
recommendation was for many different
types of services. Typically, this included
“Local carers centres- massive support”
(Respondent 24) and some respondents
extended their gratitude for the carer's
centres around their help in navigating
procedures and entitlements. An example
of the support from the carers centre is
illustrated by Respondent 10 who says
“[The local] carers centre helped me
complete PIP forms which took 2 hours to
complete and that was with their help.
They helped me figure out what benefits
my husband was entitled to and helped
emotionally support me too.”

Local carers’ centres were highlighted

as key places to go for support. Respondent
5 tells us that “/ consider myself to be
fortunate we have [carers centre], given
that people are living longer and incidences
of dementia are on the rise, not to mention
the countless other needs for care it would
be wonderful if what we have here could be
replicated through Scotland. Of course,

this all takes money and total dedication
from those involved.”

Other community level support services
included social work that forms a good
'starting point’ alongside Citizens Advice,
advocate service and solicitors.

A small number of respondents mentioned
that support groups and therapy have been
something they would recommend to other
unpaid carers in Scotland. Respondent 25
told us that “/ joined a support group for carers
of people with Parkinson's (disease) and they
understood the daily difficulties in a way that
even the most caring medic did not, In a word,
they GET it”

Mental Health needs

Therapy was highlighted as a place to go to
for mental support. When asked about where
to go for support, Respondent 26 replied:
“Therapy! I'm fortunate enough to be able

to afford regular counselling sessions to
manage my own mental health through these
challenges - and it saves my life - but we
know there is a huge resource deficit around
talking therapies through the NHS.”

Other responses included a number of
references to the environment alongside
references to online resources and courses.
Creating time and space to immerse yourself
in the outdoors was a prominent theme in
the responses. For example, Respondent 8
told us that A quiet place, a place where
your understood” is a place to go to.

They further said “Outdoors. It helps you
remember how small you and your problems
are. Fresh air and being in nature has a
healing effect”
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Places that Informal carers go: Summary

There was no single place that was identified as a place to go that
would fulfil the needs of unpaid carers. Whilst some carers told us
about the value of counselling and the outdoors, others told us that
they are so busy providing care, they do not have time to go to such
places. Carers' centres were seen as valuable places to go for
practical support, such as assistance with filling out forms and
making sure you are getting all the right financial support from the
government, if applicable. But the stories are clear that there is a
lack of emotional and practical support for carers, in addition to

a lack of respite and wellbeing support.
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Findings

6.3 Future of care

When asked what they would like to see in
the future for Scotland's carers the underlying
current that unpaid carers needed more
recognition was clear. For instance,
Respondent 6 said that we should “Recognise
unpaid carers for the role they play in filling
the resource gaps in social care’] whilst
Respondent 18 said that services need to
“realise the toll that caring for someone 24/7
takes on you’ One carer highlighted that the
role of carers needed more visibility, “/ would
like to see the unseen work and worlds of carers
brought into public visibility” (Respondent 41).
Much-needed improvements in the
administrative and political arenas were also
frequently mentioned. Respondent 49 refers
to the number of forms which need to be
completed adding “Why is there so much red
tape? We have to fight for our children night
and day” A strong theme from carer stories
is a lack of support from government and
wider society. Where policies are in place
respondents highlight how difficult these are
to implement, commenting that Disability
Living Allowance and Personal Income
Payment “should be more application friendly.
We shouldn’t have to beg for help or fill in a
Bible-sized form”

Adequate financial support

Overwhelmingly when asked what the future
should look like for carers in Scotland,
respondents referred to financial improvements.
For example, several people called for basic
improvement to the allowance received by
carers, adding “it's time the ‘'un’” is removed

from the ‘unpaid carer’ roles, recognising

our contribution financially” (Respondent 6),
and “! believe if a carer is not in employment
they should be paid a minimum wage like

any paid carer, so they can financially

survive” (Respondent 28). It was generally
acknowledged that some basic financial support
is available but that this was inadequate given
that many of Scotland’s carers are providing
care 24 hours a day, 7 days a week.

Other respondents mentioned more complex
difficulties surrounding the current system

of finance including issues with shared
accommodation and payments, with one
commenting “No benefits discrimination

Just because you decide to live together”
(Respondent 3). They also highlight issues

with those losing out on funding because
they want to access education, ‘It was
hardest to stay in school and go to university
knowing | would be funded if | wasn't a student,
but | needed the support most as a student”
(Respondent 8). These comments highlight

a range of circumstances impacting on the
availability of financial support for carers,

with people potentially abandoning university
education because of potential financial
pressures.

Several people suggested that one way forward
is to treat what is traditionally considered
unpaid caring as more like paid employment.
Respondent 31 suggests that unpaid care
should be a legitimate employment option
and should receive “an actual established
wage... with a pension’’ This is echoed by
Respondent 38 who highlights that the role
should be “properly remunerated”’
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Findings

Employment

A single respondent highlighted that their
employer had been incredibly helpful in
supporting them, “they are quite flexible”

and that “there is a good policy in for carers

in place” (Respondent 2). Implicitly this
response makes clear that this is not the
norm. Indeed, comments such as “so many
people like me either reduce hours/responsibility
or give up work altogether” (Respondent 14)
indicate that carers want to find a way to
remain in employment. Some respondents
are very specific about this noting that they
would like “support put in place so that they
can realise their own potential without the guilt
of neglecting those they care for” (Respondent
17), and that they would like to see “supported
employment for some carers who would like

to go back to work” (Respondent 15).

Respondents feel strongly about being able
to work and contribute to Scotland’s economy.
However, even Respondent 2, who has a
supportive employer noted that “/ am worried
about taking too much time off as it may
impact my career and ruin my chances of
promotion” Other respondents made some
suggestions about how the balance of working
and caring can be improved such as
“Employers giving carers leave” (Respondent
15), and “I'd like to explore the equivalent of
paid caring leave for one year - equivalent to
maternity leave” (Respondent 4). Points
regarding employment also highlight the
inequalities related to employment and the
caring role. Several respondents refer to
careers and professions which are challenging
to undertake part-time alongside a caring role.

Unpaid carers
are drowning

Support, services and respite

When asked about the future should be

for Scotland's carers, the clear message
was that more general support must be
provided. Statements like “Real, meaningful
help. Unpaid carers are drowning”
(Respondent 4) and “A far better staffed
system of support” (Respondent 1) highlight
this point. However, the type of support
which carers want is difficult to articulate.
As noted previously, improvements to
support services are frequently mentioned,
for example “a system that inmediately
flags up and identifies carers on support
organisations and NHS systems” (Respondent
42), or “Better understanding from health
professionals that we as carers know the
people we are caring for” These comments,
along with those focused on policy,
suggest that general improvement in
official services would be beneficial to
Scotland carers.
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Findings

| didn't even
appreciate what

Increased respite was commonly mentioned
as a future need. The necessity to step away
from the role and relax was emphasised

in the statement from Respondent 13,
“Understanding, a place to relax and be me,
not a carer but me’; and Respondent 38

“You can't take ‘time to live’ for your own
wellbeing without respite care for your loved
ones’ More help with the costs needed for
adequate respite is also something carers in
Scotland wish to see in the future. Comments
that the future should include, “More free
Respitality breaks” (Respondent 42) and
“Access to respite care, either a few hours

a week, or longer spells of a few days or a
week, or both. Affordable for all”

Improvements in services for those receiving
care were also raised as something people
wanted to see in the future of caring in
Scotland. This was often closely linked to
respite opportunities, for example Respondent
9 asks for, “More work opportunities for my
daughter so that | can have more time to
myself’ Certainly, employment for those in
care and respite for their carers would be
beneficial for both parties as well as Scotland
as a whole. Respondent 28 also suggests that
unpaid carers are offered, “an SVQ type
qualification in care... so they are supported
how to care and given a qualification”

Communication and Information

A common theme was that greater
communication was needed, with several
comments linked to the issues raised above.
Respondent 9 noted that more information
regarding housing and accommodation for her
daughter was needed so that “she can move

| was doing
was caring

on and become more independent” Others
highlighted a problem with communication
surrounding finance asking “For the government
to make it easier to find out what benefits
people are entitled to” (Respondent 10).

Others still felt that services communicated
with them poorly about the person they
cared for. Respondent 27 asked for “More
involvement and insight. Especially in medical
decisions’ Whilst Respondent 30 suggested
communication after diagnosis had been so
poor that “/ didn’t even appreciate what | was
doing was caring, | just looked after him the
best | could with no help”

Communication about available services
could also be improved. Respondent 32 said
that “to be made aware of different care
centres that are nearby” demonstrates this
issue well, whilst Respondent 36 adds, “There
are so many initiatives and pathways, but the
people who need to use them are not aware
of where of what they are”

Understanding

A final key point which many respondents
noted was that they wished the future to hold
more understanding for both them and the
people they care for. This point is highlighted
with powerful statements which ask for
“people to be more understanding about
others’ circumstances when it comes to being
a carer” (Respondent 32).
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Future of Caring: Summary

Key points in relation to financial improvements and employment
and careers are intertwined. What carers would like to see is
either fair pay for those who are unable to work outside of caring
or adequate support so that they can continue to pursue their
career with confidence knowing that the person they care for is
being looked after.

The quality of support services and the related communication to
carers was frequently highlighted as issues that must be addressed.
While better all-round support is needed for carers, there must be
better communication to highlight what support and services
currently exist. Furthermore, the administration related to the role

of caring is complex and needs to be simplified.

The work of unpaid carers is essential to
Scotland and sadly they are still calling
for a basic understanding of their
challenging circumstances.
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7 Discussion

We set out to gather stories of unpaid care
from across Scotland - both to celebrate
the contributions of unpaid carers and to
capture a snapshot of the challenges they
faced. This work offers a timely insight into
the realities of caring at a moment of
transition. As Scotland moves beyond the
now-discontinued National Care Service and
approaches the 2026 Holyrood election, the
voices of unpaid carers must be heard more
clearly and consistently. While this report
contributes to that conversation, it also
highlights the need for deeper and ongoing

consultation as highlighted above, “Real,
meaningful help” Importantly, our approach
was exploratory and inductive; without a
predetermined expectation or guiding
framework, the findings emerged directly
from the data. This allowed for an undiluted
reflection of unpaid carers’ lived experiences
grounded in their own words. The combined
voices of carers highlight specific gaps in our
current services facilitating carers to express
personal truths, build communities, and pose
key challenges for the sector.

Our key findings highlight:

e e

= Stories of care

- Challenges of care delivery

Impact on career development
Impact on personal relationships
Impact on mental wellbeing
Lack of support from government or society
- Technological challenges
- Support from voluntary and third sector organisations

= Places that informal
carers go

Lack of support
Diversity of needs

Need for Physical in person supports
Mental Health needs

= Future of care

- Adequate financial support

Employment

= Support, services and respite

= Communication and Information
Understanding
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Discussion

There is an inherent value of letting the carer
stories highlighted in this report raise their own
individual truths. While we need a degree of
caution about direct policy implications, there are
several overarching themes that this work
highlights, including the: (i) invisibility of unpaid
care, (ii) diverse needs and fragmented systems
and (iii) ensuring listening leads to action.

Invisibility of unpaid care

There is a clear and continued contribution of
unpaid care across our health and social care
systems: yet contributions are often poorly
recognised in policy and practice. The stories
gathered in this report reveal a spectrum of complex
caring experiences, ranging from short term care
to lifelong commitments. Yet many carers are
sharing the precarious nature of the role. Many
describe how there is nowhere to turn to, while
others point to the impacts of negative (and
sometimes severe) mental health. Such issues
exist alongside continued stigmatisation of the role.

Over a third of carers take more than three years
to self-identify as a carer.2® This is part of a wider
invisibility challenge making it difficult if not
impossible to find timely support.

Policy implication: The report calls on the
Scottish Government and other stakeholders
to systematically challenge carer invisibility.
This could include developing a national and
dedicated long-term campaign around
raising public awareness and challenging
stigmatisation around the role - perhaps
taking lessons from the sustained public
health campaigns around mental health.

Carers needs are diverse,
our systems are fragmented

A recurring theme in the stories and by carers
was the clear mismatch between what they
need and what is currently available. While some
spoke positively about the support they received
from local carers centres and valued access

to mental health services, both formal and
nature-based, many others described significant
challenges in finding any support at all. The
demands of unpaid care can place overwhelming
pressure on individuals, often taking a serious
toll on their mental health. Barriers such as
bureaucracy, inflexible services, and a lack of
awareness were frequently cited as barriers to
getting the help they needed.

Carers were also clear about the importance
of financial security. For some, this meant fairer
financial recognition for their caring roles; for
others, it meant having the right support to
remain in or return to paid employment.

Policy implication: These insights
highlight the need for national and local
authorities to develop more responsive
and personalised support systems -
ensuring carers can access timely breaks,
clear information, emotional support,

and financial security that reflects the
diverse pressures they face, including
stress, isolation, and economic strain.
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Discussion

Amplifying carers’ voices
must be matched by
meaningful policy responses

Listening must lead to action

This report is not an endpoint but a prompt
for deeper engagement. The inductive,
story-led approach has uncovered insights
that might be missed in more structured
evaluations. However, amplifying carers'’
voices must be matched by meaningful
policy responses.

Policy implication: As Scotland
approaches the 2026 Holyrood
elections, there is an opportunity to
reimagine care in a way that centres
on lived experience, values unpaid
contributions, and builds systems
that are both compassionate and
coherent. Continued consultation,
co-designed with carers themselves,
will be essential to achieving this.

Conclusion

This report offers a grounded and timely
account of unpaid care in Scotland,
shaped directly by the voices of those
with lived experience. In the absence

of a fixed framework, the findings reflect

the powerful, emotional and often painful
accounts of carer experiences - unfiltered
and deeply human. As Scotland reconsiders
its approach to care, these insights must not
only be heard but acted upon, forming the
basis for more inclusive, responsive, and
sustainable support for unpaid carers now
and into the future.

This work concludes with voices that speak

to strength, direction, and hope for the future:

“I want them to respect others with
disabilities, but | also want them to be
brave and have hope.” (Participant 20)
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