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Mental and physical health are closely related. People who 
live with long-term physical conditions are twice as likely to 
have poor mental health as those who do not. Before the 
COVID-19 pandemic, one-third of people with a long-term 
condition also had a mental health problem, and for people 
with multiple long-term conditions the chances of having 
poor mental health are greater still. It is highly likely that 
this has increased further during the COVID-19 pandemic. 
Many of the people who have been classed as clinically 
vulnerable or extremely clinically vulnerable during the 
crisis have long-term conditions. The day-to-day realities 
ƻŦ ǎƘƛŜƭŘƛƴƎ ƘŀǾŜ ƘŀŘ ŀ ǇǊƻŦƻǳƴŘ ŜŦŦŜŎǘ ƻƴ ǇŜƻǇƭŜΩǎ ƘƻƳŜΣ 
social and work lives ςdisrupting their medical care and 
access to support while creating new health-related 
anxieties. And once again, people and communities with 
the least resources and greatest adversities have seen 
the biggest impacts on their mental and physical health.

During the pandemic, we spoke with people living with 
long-term conditions, their family members and the 
healthcare professionals who work with them, to 
understand the relationships between having a long-term 
ƛƭƭƴŜǎǎ ŀƴŘ ǇŜƻǇƭŜΩǎ ŜƳƻǘƛƻƴŀƭ ŀƴŘ ƳŜƴǘŀƭ ǿŜƭƭōŜƛƴƎΣ 
ŀƴŘ ǘƻ ƛŘŜƴǘƛŦȅ ǿŀȅǎ ƻŦ ƛƳǇǊƻǾƛƴƎ ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ 
and outcomes. We found that:

Having a long-ǘŜǊƳ ŎƻƴŘƛǘƛƻƴ ŀŦŦŜŎǘǎ ǇŜƻǇƭŜΩǎ ƳŜƴǘŀƭ ƘŜŀƭǘƘ 
in a number of ways, including coming to terms with the 
illness and its effects; living with it day-to-day, and for 
many years; the burden of having to go through repeated 
appointments, treatments and procedures; and the effects 
ƻƴ ǇŜƻǇƭŜΩǎ ǊŜƭŀǘƛƻƴǎƘƛǇǎΦ

tŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ǾŀǊƛŜŘ ŀŎŎƻǊŘƛƴƎ ǘƻ ŀ ƴǳƳōŜǊ ƻŦ 
factors. There was as much difference between people 
living with the same conditions as there was between 
different types of illness. Key factors included age; racial 
discrimination; poverty and financial difficulty; and 
fluctuating and progressive conditions, which mean 
ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ƴŜŜŘǎ ŎƘŀƴƎŜ ƻǾŜǊ ǘƛƳŜΦ

!ǎǇŜŎǘǎ ƻŦ ǇŜƻǇƭŜΩǎ ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘŎŀǊŜ ŜƛǘƘŜǊ ƘŜƭǇŜŘ ƻǊ 
undermined their emotional wellbeing. Key aspects of 
care for a long-term condition that people found helpful 
(or would have liked) for their mental health included: 
continuity of care over time; being given information and 
treated as a partner in their care; support and advice being 
given between appointments; and small gestures of care 
from healthcare professionals, such as asking people how 
they are feeling during a consultation.

Summary

People had accessed a range of forms of support for their 
emotional health, from informal help from friends and 
family to treatment from health and care services. No one 
ŦƻǊƳ ƻŦ ǎǳǇǇƻǊǘ ǿŀǎ ǳƴƛǾŜǊǎŀƭƭȅ ƘŜƭǇŦǳƭΦ ¢ƘŜǊŜ ƛǎ ƴƻ ΨƻƴŜ 
ǎƛȊŜ Ŧƛǘǎ ŀƭƭΩ ǎƻƭǳǘƛƻƴΦ aƻǊŜ ƛƳǇƻǊǘŀƴǘ ǘƘŀƴ ǘƘŜ ŦƻǊƳ ƻŦ 
support was whether the person providing it had insight 
(either from professional training or personal experience) 
into what it was like to live with a long-term condition. 

Key elements of an effective system of support for 
ǇŜƻǇƭŜΩǎ ŜƳƻǘƛƻƴŀƭ ǿŜƭƭōŜƛƴƎ ŀƴŘ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ƛƴŎƭǳŘŜŘΥ 
making emotional support a standard part 
of care for their long-term condition; psychological 
interventions; joined-up mental and physical healthcare; 
a holistic, whole-person approach; being offered help 
proactively, not having to search for support; peer 
support; opportunities to give support to others; 
help for carers and family members.

Numerous barriers stood in the way of accessing 
mental health support. People told us about a lack of 
opportunities to disclose distress, both during and in 
between medical appointments; strained relationships 
with healthcare professionals; poor communication about 
the support that is available; a belief that the NHS and its 
staff are already over-burdened; mental health stigma and 
discrimination; and previous bad experiences of getting 
mental health support.

As a result of these findings, this report has one 
overarching call to action: Ask How I Am. That means all 
healthcare practitioners and services working with people 
living with long-term physical conditions to show care and 
compassion in all their interactions and to take every 
opportunity to ask about emotional wellbeing.

This can begin now. In some places, it happens already. 
We know that many healthcare practitioners already 
provide compassionate care to people with long-term 
conditions. We also know that the pressures of working 
in health and care services often make this difficult; and 
never more so than during and in the aftermath of the 
pandemic. Many healthcare practitioners are currently 
exhausted and overstretched. Some are traumatised and 
experiencing their own mental health challenges. Short 
appointment times, inadequate training and patchy 
availability of mental health services make it more 
ŘƛŦŦƛŎǳƭǘ ǘƻ ǎǳǇǇƻǊǘ ǇŜƻǇƭŜΩǎ ŜƳƻǘƛƻƴŀƭ ǿŜƭƭōŜƛƴƎΦ 
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But we need to ensure compassion is universal. This is the 
business of all healthcare practitioners, no matter what 
their role, speciality or client group. And service providers 
have a special duty of care to those living with long-term 
conditions who are dealing with the particularly difficult 
ongoing and after-effects of the pandemic.

To improve emotional support will require significant 
system change. It is crucial to ensure improved mental 
health literacy among healthcare professionals working 
with people with long-term conditions; longer appointment 
times and regular holistic health checks to allow routine 
ŜƴǉǳƛǊȅ ŀōƻǳǘ ǇŜƻǇƭŜΩǎ ŜƳƻǘƛƻƴŀƭ ǿŜƭƭōŜƛƴƎΤ ŀƴŘ ŀŎŎŜǎǎ 
ǘƻ ŀ ǿƛŘŜǊ ǊŀƴƎŜ ƻŦ ǎǳǇǇƻǊǘ ŦƻǊ ǇŜƻǇƭŜΩǎ ƳŜƴǘŀƭ ƘŜŀƭǘƘ 
as a standard element of care, including signposting to 
voluntary and community organisations providing advice, 
peer support and advocacy. It also means recognising how 
the social and economic determinants of health affect 
people living with long-term conditions.

!ǎ ǇŀǊǘ ƻŦ ǘƘŜ bI{Ω ŎƻƳƳƛǘƳŜƴǘ ǘƻ ΨōǳƛƭŘ ōŀŎƪ ōŜǘǘŜǊΩ ƛƴ 
the wake of the pandemic, we emphasise the urgent need 
to build a system where anyone living with a long-term 
condition is supported with their emotional health at every 
stage of their journey. To make that a reality, we set out 
recommendations for system change, both nationally and 
locally, which we believe will enable significant 
improvements to be made:

1. NHS England, Health Education England, health 
professional bodies and education providers must 
ensure that all health and care workers who work with 
people with long-term conditions have a sound basic 
knowledge and understanding of mental health, and 
of the emotional impacts of having a long-term illness. 
This should be included in basic training for all relevant 
health and medical professionals. And it should be 
included within continuing professional development 
(CPD) for existing staff working in primary, acute, 
community and mental health services.

2. NHS England and the British Medical Association 
should consider whether general practices should 
receive funding as part of the GP contract to provide 
an annual holistic health and wellbeing check for 
people living with long-term conditions. This would 
ƛƴŎƭǳŘŜ ǊƻǳǘƛƴŜ ŜƴǉǳƛǊȅ ŀōƻǳǘ ǘƘŜ ǇŜǊǎƻƴΩǎ ŜƳƻǘƛƻƴŀƭ 
wellbeing alongside other issues they are facing, 
beyond but connected to their clinical condition ς
for example relating to personal finances and 
relationships. Where needs are identified, practitioners 
would offer signposting and onward referral to 
relevant support. Where annual health checks for 
people living with long-term conditions are already 
carried out, those designing and delivering them 
should ensure that emotional and other issues are 
now included alongside clinical considerations. 

3. NHS England should explore options for increasing 
appointment times for specialist long-term conditions 
consultations and providing improved access to 
specialist advice and help between appointments. 
This will require an increase in capacity, but it is likely 
to be cost-effective by improving outcomes and 
reducing later costs.

4. NHS England should review the IAPT Programme for 
long-term conditions to determine whether its current 
ŀǇǇǊƻŀŎƘ ŀƴŘ ǎǘǊǳŎǘǳǊŜ ƛǎ ŀōƭŜ ǘƻ ƳŜŜǘ ǇŜƻǇƭŜΩǎ ƴŜŜŘǎ 
adequately, how easily accessible it is for people with 
the full range of long-term conditions, and what 
modifications may be needed to achieve these aims 
during the implementation phase of the NHS Long 
Term Plan. 

5. The Government should ensure that the 
implementation of the COVID-19 Mental Health 
Recovery Action Plan addresses the mental health 
needs of people with long-term health conditions, 
with funding allocated to support for those with 
unmet needs resulting from the pandemic.

6. The Department of Health and Social Care should 
use the Health and Care Bill to ensure Integrated 
Care Systems will be held to account for providing 
adequate levels of mental health support to people 
with all long-term conditions. This should be 
regarded as an integral element of population 
health management, and systems should have 
to account for how they identify and address the 
needs of their communities.

7. NHS England should ensure that there is equality 
of access to effective emotional support for people 
with long-term conditions across all protected 
characteristics, and especially for people from 
racialised communities. The Advancing Mental Health 
Equalities strategy (NHS England, 2020) could facilitate 
this. The strategy aims to bring about system change 
to improve the experiences and outcomes in mental 
health services of people with all protected 
characteristics. 

8. Integrated Care Systems should secure adequate 
provision of mental health support to people with 
the full range of long-term conditions as an integral 
element of their responsibility for population health 
management. This should include support at every 
level of need, from prevention, information and advice 
to specialist psychological services, and for all age 
groups, including children and those in later life. 
This should be supported with routine data to enable 
system partners to identify gaps and inequalities in 
access, experience and outcomes.
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9. Acute and community health service providers 
should ensure that all specialist care for people 
living with long-term conditions includes at least 
one mental health practitioner as a member of their 
multidisciplinary teams. Where this is not possible ς
for example in very small teams with limited caseloads 
ςa liaison model would provide access to on-call 
advice and support when it is required. Mental health 
practitioners in such roles need to have knowledge 
and insight into the specific conditions people are 
living with, and the impact this may have on their 
emotional wellbeing. 

10. Primary Care Networks should take the opportunity to 
offer mental health support close to home to people 
with long-term conditions. From 2021, they will have 
access for the first time to mental health practitioners 
through the Additional Roles Reimbursement Scheme 
(ARRS), to be employed by local mental health trusts 
(NHS England, 2021). This can bolster emotional 
support within primary care.

5Ask How I Am
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Our mental and physical health are not separate, and cannot 
be kept apart. How we feel physically affects our emotional 
wellbeing, and our emotional state, in turn, affects our 
ōƻŘȅΩǎ ƘŜŀƭǘƘΦ ¢Ƙƛǎ ƛǎ ŜǎǇŜŎƛŀƭƭȅ ǘǊǳŜ ǿƘŜƴ ŀƴ ƛƭƭƴŜǎǎ ƭŀǎǘǎ ŀ 
long time. 

When someone receives a diagnosis of a chronic condition, 
ǿƘŜǘƘŜǊ ƛǘΩǎ ŀǘ ōƛǊǘƘ ƻǊ ƭŀǘŜǊ ƛƴ ƭƛŦŜΣ ǘƘŜƛǊ ŦǳǘǳǊŜ ŎƘŀƴƎŜǎΦ 
Having a long-term physical illness can affect every aspect 
of your life: your relationships, your education, your work, 
and more. It means having to navigate health and social care 
systems, which can often be maze-like and unresponsive. 
It can restrict freedom, take away life chances and choices, 
and impose chronic pain. 

Across the UK, approximately 38% of people aged 16 or 
older are living with a health problem expected to last 
one year or more (ONS, 2020a). We know that, from first 
symptoms and diagnosis onwards, experiencing sustained 
periods of illness can take a major toll on psychological 
wellbeing and poor psychological wellbeing can, in turn, 
worsen physical symptoms (Moussavi et al., 2007). Yet the 
emotional needs of people with long-term conditions 
frequently go unmet.

Before the COVID-19 pandemic, one-third of people with 
a long-term condition also had a mental health problem 
(Naylor et al., 2012), and for people with multiple long-term 
conditions the chances of having poor mental health are 
greater still. It is highly likely that this increased further 
during the COVID-19 pandemic. Many of the people who 
have been classed as clinically vulnerable or extremely 
clinically vulnerable during the crisis have long-term 
conditions. The day-to-day realities of shielding has had 
ŀ ǇǊƻŦƻǳƴŘ ŜŦŦŜŎǘ ƻƴ ǇŜƻǇƭŜΩǎ ƘƻƳŜΣ ǎƻŎƛŀƭ ŀƴŘ ǿƻǊƪ ƭƛǾŜǎΤ 
it has disrupted their medical care and access to support; 
and it has created new health-related anxieties. 

Introduction

In July 2020, for example, 37% of people who were 
shielding said their mental health had got worse since 
the start of the lockdown (ONS, 2020b). And once again, 
it is people and communities with the least resources and 
greatest adversities who have seen the biggest impacts on 
their mental and physical health (Independent Sage, 2020).

Research and lived experience both point to the circular 
relationship between mental and physical health among 
people living with long-term conditions. Just as physical 
illness, chronic pain and disability undermine mental 
health, so poor mental health takes its toll on physical 
health.

¸Ŝǘ ǇƻƻǊ ŜƳƻǘƛƻƴŀƭ ǿŜƭƭōŜƛƴƎ ƛǎƴΩǘ ŀƴ inevitable
consequence of chronic illness: it should be possible to 
live a happy and fulfilled life with a long-term condition 
(Robinson, 2017; Kraliket al., 2006; Maguire et al., 2019). 
This leads to the question, what do we need to do to make 
this a reality? What can be done to reduce the risk of poor 
mental health among people with long-term conditions, 
and what help should be offered to prevent difficulties 
from escalating?

Our research set out to develop a clearer picture of 
the emotional needs of people living with long-term 
conditions. We wanted to explore the impact of long-term 
ƛƭƭƴŜǎǎ ƻƴ ǇŜƻǇƭŜΩǎ ǇǎȅŎƘƻƭƻƎƛŎŀƭ ǿŜƭƭōŜƛƴƎΦ ²Ŝ ǿŀƴǘŜŘ ǘƻ 
understand what would make the most difference, in 
terms of reducing this impact. And we sought to address 
the barriers to providing and accessing effective support.

Definition of terms

Å Ψ9Ƴƻǘƛƻƴŀƭ ƛƳǇŀŎǘΩ ǊŜŦŜǊǎ ǘƻ ŀ ǿƛŘŜ ǊŀƴƎŜ ƻŦ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ŦŜŜƭƛƴƎǎΣ ŦǊƻƳ ŜǾŜǊȅŘŀȅ ǳǇǎ ŀƴŘ Řƻǿƴǎ ƛƴ ƳƻƻŘ ǘƻ 
diagnosable common mental health problems, especially depression and anxiety. For the purposes of this project, 
ƛǘ ƎŜƴŜǊŀƭƭȅ ŘƻŜǎƴΩǘ ǊŜŦŜǊ ǘƻ ǎŜǾŜǊŜ ƳŜƴǘŀƭ ƛƭƭƴŜǎǎŜǎ ǎǳŎƘ ŀǎ ǎŎƘƛȊƻǇƘǊŜƴƛŀ ƻǊ ōƛǇƻƭŀǊ ŘƛǎƻǊŘŜǊΣ ǘƘƻǳƎƘ ǎƛƳƛƭŀǊ ƛǎǎǳŜǎ 
may apply to people living with these conditions alongside a physical illness.

Å CƻǊ ǘƘŜ ǇǳǊǇƻǎŜǎ ƻŦ ǘƘƛǎ ǊŜǇƻǊǘΣ ΨƳŜƴǘŀƭ ƘŜŀƭǘƘΩ ǊŜŦŜǊǎ ǘƻ ǘƘŜ ŜƳƻǘƛƻƴŀƭ ŀƴŘ ǇǎȅŎƘƻƭƻƎƛŎŀƭ ƛƳǇŀŎǘǎ ƻŦ ƭƛǾƛƴƎ ǿƛǘƘ ŀ 
long-term condition. The terms we use reflect where possible those used by the people we spoke to.

Å Ψ[ƻƴƎ-ǘŜǊƳ ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘ ŎƻƴŘƛǘƛƻƴǎΩ ǊŜŦŜǊǎ ǘƻ ŀƴȅ ŎƻƴŘƛǘƛƻƴ ǘƘŀǘ Ŏŀƴ ōŜ ƳŀƴŀƎŜŘ ōǳǘ ƻŦǘŜƴ ƴƻǘ ŎǳǊŜŘΦ ¢Ƙƛǎ 
includes conditions such as arthritis, diabetes and heart disease, as well as those that are at the physical/mental 
ƘŜŀƭǘƘ ōƻǊŘŜǊƭƛƴŜΣ ƛƴŎƭǳŘƛƴƎ !ƭȊƘŜƛƳŜǊΩǎΣ tŀǊƪƛƴǎƻƴΩǎ ŀƴŘ ƻǘƘŜǊ ƴŜǳǊƻŘŜƎŜƴŜǊŀǘƛǾŜ ŎƻƴŘƛǘƛƻƴǎΦ 
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The priority for our research was to learn from people with 
long term physical health conditions what it was like to live 
with their illness ςits impact on their emotional wellbeing 
and mental health, the support that was available to them 
and the support they needed.

We spent three months talking to people who were living 
with long-term conditions, their family members and the 
health and social care professionals supporting them. 
By the end of this consultation, we had carried out more 
than 40 hours of one-to-one interviews and more than 
300 people completed our online surveys. We offered 
participants a small payment in recognition of the time 
and experience they were sharing with us to participate 
in this project.

The people who took part in the research had a wide 
range of diagnoses, with approximately 40% living with 
more than one long-term condition. Diagnoses included:

Å Autoimmune conditions

Å Blood disorders

Å Cancer

Å Cardiovascular conditions

Å Chronic pain 

Å Diabetes

Å Hormonal conditions

Å Kidney conditions

Å Metabolic conditions

Å Musculoskeletal conditions

Å Neurodegenerative conditions

Å Rheumatological conditions

Å Sleep disorders

Some people had only just received a diagnosis; others had 
been living with their condition all their lives. Some were 
only experiencing mild symptoms; others were in the final 
stages of their illness. And many were somewhere in 
between. People also came from a range of backgrounds 
and differed in their levels of social support.

We heard from people across the UK aged 18 to 80, with a 
majority of people aged between 55 and 75. Approximately 
70% of people who participated were women. One in ten 
respondents self-identified as coming from a diverse range 
of racialised communities.

Methodology

The launch of the project coincided with the first COVID-19 
national lockdown. As a result, recruitment was mainly 
through email newsletters and social media. This came at 
ǘƘŜ Ǌƛǎƪ ƻŦ ƳƛǎǎƛƴƎ ǇŜƻǇƭŜ ǿƘƻ ŘƻƴΩǘ ƘŀǾŜ ŀŎŎŜǎǎ ǘƻ ƻǊ 
ŘƻƴΩǘ ǳǎŜ ŘƛƎƛǘŀƭ ǘŜŎƘƴƻƭƻƎȅΦ

We know that a majority of the people who responded 
were members of organisations for people with long-term 
conditions. This suggests that they might be more likely 
than average to find it helpful to be in touch with peers 
and to be kept informed about their condition because 
ǘƘŜȅΩŘ ŀŎǘƛǾŜƭȅ ǎƻǳƎƘǘ ƻǳǘ ŀƴŘ ƧƻƛƴŜŘ ŀƴ ƻǊƎŀƴƛǎŀǘƛƻƴ ǘƘŀǘ 
would allow them to do this. 

We also spoke to family members and partners of people 
with long-term conditions ςa group of people who have 
emotional needs in their own right, as well as being an 
important part of the support network of people living 
with long-term conditions.

The research was overseen by a steering group of people 
from organisations supporting the project.

¢ƘǊƻǳƎƘƻǳǘ ǘƘŜ ǊŜǎŜŀǊŎƘΣ ǿŜ ǿŜǊŜ ǎǘǊǳŎƪ ōȅ ǇŜƻǇƭŜΩǎ 
willingness to talk openly and in detail about their 
experiences. It was also noticeable that similar experiences 
and concerns came up across different diagnoses and age 
groups. This enabled us to build a consistent and coherent 
picture from the diverse experiences people shared ςa 
picture that is similar to other literature on this topic.
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¢ƘŜ ǘŜǊƳ ΨƭƻƴƎ-ǘŜǊƳ ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘ ŎƻƴŘƛǘƛƻƴΩ ŎƻǾŜǊǎ 
a very wide range of chronic disorders, from sickle cell 
anaemia to epilepsy, from polycystic ovary syndrome to 
tŀǊƪƛƴǎƻƴΩǎ ŘƛǎŜŀǎŜΦ ¸ŜǘΣ ŜǾŜƴ ǿƘŜƴ ǘƘŜ ƻƴƭȅ ǘƘƛƴƎ ǘǿƻ 
conditions share is that they are likely to last a long time, 
this results in common ground. Unlike for someone with 
an acute illness, having a long-term condition means that 
interactions with health professionals, visits to hospitals, 
treatments and procedures, become a permanent and 
regular feature of your life. We identified four overlapping 
domains in which having a long-term illness has an impact 
ƻƴ ǇŜƻǇƭŜΩǎ ŜƳƻǘƛƻƴŀƭ ǿŜƭƭōŜƛƴƎΥ

Å Coming to terms with the illness and its effects

Å Living with it: day-to-day, and for many years

Å The burden of repeated appointments, treatments 
and procedures

Å ¢ƘŜ ŜŦŦŜŎǘǎ ƻƴ ǇŜƻǇƭŜΩǎ ǊŜƭŀǘƛƻƴǎƘƛǇǎΦ

Coming to terms with it

ά¸ƻǳ ƎǊŀŘǳŀƭƭȅ ŎƻƳŜ ǘƻ ǊŜŀƭƛǎŜ 
ǘƘŀǘ ǘƘƛǎ ƛǎ ŦƻǊŜǾŜǊέ

Some people are born with long-term conditions, others 
receive diagnoses later in life. For all, there is a point at 
which they become conscious of the impact their condition 
has on their lives.

Ψ/ƻƳƛƴƎ ǘƻ ǘŜǊƳǎΩ ǿƛǘƘ ŀ ƭƻƴƎ ǘŜǊƳ ŎƻƴŘƛǘƛƻƴ ƛǎ ǊŀǊŜƭȅ ŀ 
one-off event, instead it is an ongoing process. For most of 
the people we spoke to, this process began at diagnosis and 
became more prominent at times of change, for example 
when they experienced a worsening of their symptoms. 
People spoke about their fears for the future, and loss of 
a sense of meaning and purpose in life: Will I be able to 
continue doing my job? What will happen if I lose my 
independence? Will I see my children grow up? Some 
described this process as being similar to a bereavement, 
expressing a profound sense of what they had lost.

ά¢ƘŜǊŜ ǿŜǊŜ ǘƛƳŜǎ ǿƘŜƴ ȅƻǳ Ƨǳǎǘ ŦŜŜƭ ŎƻƳǇƭŜǘŜƭȅ 
ƻǾŜǊǿƘŜƭƳŜŘ ōȅ ƛǘΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ŀǘ ǘƘŜ ǎǘŀǊǘΦέ

ά²ƘŜƴ ȅƻǳ ƎŜǘ ŘƛŀƎƴƻǎŜŘ ǿƛǘƘ ŀ ŎƘǊƻƴƛŎ ƛƭƭƴŜǎǎΣ ȅƻǳ Řƻ 
ŜȄǇŜǊƛŜƴŎŜ ŀ ƭƻǎǎΦ LǘΩǎ ŀ ōŜǊŜŀǾŜƳŜƴǘΦέ

The emotional impact of living with a long-term 
condition

ά¢ƘŜ ǎƘƻŎƪ ƻŦ ƘŀǾƛƴƎ Ƴȅ ŦǳǘǳǊŜ ǎǘƻƭŜƴ ǿŀǎ ǘƘŜ ƻǾŜǊǿƘŜƭƳƛƴƎ 
issue, at 59 years old to approach retirement with a life 
sentence from Parkinson's. I have come to terms with living 
for the day since then, and although physically worse, I have 
ŎƻƳŜ ǘƻ ǘŜǊƳǎ ǿƛǘƘ ǘƘŜ ƭƻǎǎΦέ

Some participants talked about unhelpful experiences with 
health professionals when they were diagnosed which made 
coming to terms with it even more difficult.

άώ¢ƘŜ ƴǳǊǎŜϐ ǎŀƛŘΣ Ψ²ŜƭƭΣ ȅƻǳΩƭƭ ƘŀǾŜ ǘƻ ƭƻǎŜ ǿŜƛƎƘǘΣΩ ŀƴŘ ǎƘŜ 
then threw hundreds of leaflets at me, taught me how to prick 
my finger so I could test my blood and that was it, and I think 
L ŎǊƛŜŘ ŀƭƭ ǘƘŜ ǿŀȅ ƘƻƳŜΦέ

άL Ǝƻǘ ƛƴǘƻ ǘƘŜ ǘŀȄƛ ώŀŦǘŜǊ ƭŜŀǾƛƴƎ ƘƻǎǇƛǘŀƭϐ ŀƴŘ L ōǳǊǎǘ ƛƴǘƻ 
ǘŜŀǊǎΣ ŀƴŘ ƘŜ ώǘƘŜ ǘŀȄƛ ŘǊƛǾŜǊϐ ǎŀƛŘΣ ΨIŀǎ ǎƻƳŜōƻŘȅ ŘƛŜŘΚΩΣ ŀƴŘ 
L ǎŀƛŘΣ ΨbƻΣ LΩǾŜ Ƨǳǎǘ ōŜŜƴ ǘƻƭŘ LΩǾŜ Ǝƻǘ ǎƻƳŜǘƘƛƴƎ ǿǊƻƴƎ ǿƛǘƘ 
ƳŜ ŀƴŘ L ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ƛǘ ƛǎΣ ǎƻ LΩǾŜ Ǝƻǘ ǘƻ Ǝƻ ƘƻƳŜ ŀƴŘ 
ƭƻƻƪ ƛǘ ǳǇ ƳȅǎŜƭŦΦΩέ

Coming to terms with a long-ǘŜǊƳ ŎƻƴŘƛǘƛƻƴ ƛǎƴΩǘ ŀ ƻƴŜ-off 
event, however. It is something people may have to do many 
times in their life, for example as they go through stages of 
illness and various different treatments for it. For example, 
people with chronic kidney disease spoke about feeling more 
and more ill and coming to terms with death, only to receive 
a transplant and to come to terms with life again; and then, 
further down the line, for the transplant to begin to fail, and 
so on.

Coming to terms with a long-term illness can be linked not 
only to changes in illness and wellness but also to life stages. 
For example, some of the people who had grown up with a 
long-term condition said that they felt like they only really 
faced the reality of their illness in their late teens and early 
twenties, when their peers left home and became much 
more independent than they were able to be.

άLΩƳ ǎǘƛƭƭ ŎƻƳƛƴƎ ǘƻ ǘŜǊƳǎ ǿƛǘƘ Ƴȅ ŎƻƴŘƛǘƛƻƴ ƛǘǎŜƭŦΦ L ǎǘǊǳƎƎƭŜ 
to still think in terms of trying to understand the fact 
ǘƘŀǘΧǘƘƛǎ ŎƻƴŘƛǘƛƻƴΧŘƻŜǎƴΩǘ ŘŜŦƛƴŜ ƳŜ ŀǎ ŀ ǿƘƻƭŜΦέ

ά²ƻǊǊȅƛƴƎ ŀōƻǳǘ ǘƘŜ ŎƻǳǊǎŜ ƻŦ ǘƘŜ ŘƛǎŜŀǎŜΣ ǿƻǊǊȅƛƴƎ ŀōƻǳǘ 
dying early, worrying about leaving my husband a widower 
and how he will cope, watching every day for changes in my 
ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘ όƛǎ ǘƘƛǎ ŀƴƻǘƘŜǊ ǎǘŜǇ ŘƻǿƴΚύ ƛǎ ǾŜǊȅ ŘǊŀƛƴƛƴƎΧέ

1.
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άL ƘŀǾŜ ŎƻƳŜ ǘƻ ǊŜŀƭƛǎŜ ƻǾŜǊ ǘƛƳŜ L Řƻƴϥǘ Ǉƭŀƴ ŦƻǊ ŀ ŦǳǘǳǊŜ 
because I was never given the opportunity to have one, as 
I was told I was to die in early adulthood. And now I'm sort 
of like, having a life in limbo where nobody knows what's 
going to happen. It's hard. I should save for a retirement 
but I can't because I hate to be reminded that I'm not like 
ŜǾŜǊȅƻƴŜ ŜƭǎŜΦέ

ά¸ƻǳ ƎǊŀŘǳŀƭƭȅ ŎƻƳŜ ǘƻ ǊŜŀƭƛǎŜ ǘƘŀǘ ǘƘƛǎ ƛǎ ŦƻǊŜǾŜǊΦ L ŦŜŜƭ 
very low when I think about how long it is since I felt really 
ǿŜƭƭ ŀƴŘ ƴƻǘ ƛƴ ǇŀƛƴΣ ŀƴŘ ǘƘŀǘ L ƴŜǾŜǊ ǿƛƭƭ ŀƎŀƛƴΦέ

For some people, there was a feeling that they would be 
unable to be their true selves again: a profound sense of 
loss, both at the current time and prospectively.

άL Ƴƛǎǎ ōŜƛƴƎ ƳŜΦά

Living with it

ά¸ƻǳΩǊŜ ƴƻǘ ȅƻǳǊ ŘƛǎŜŀǎŜΣ ōǳǘ ƛǘΩǎ
ŀ ǇŀǊǘ ƻŦ ǿƘƻ ȅƻǳ ŀǊŜΦέ

With short term conditions, normal life can often be put on 
hold, then resumed upon recovery. If you are living with a 
long-ǘŜǊƳ ŎƻƴŘƛǘƛƻƴΣ ǇǳǘǘƛƴƎ ƭƛŦŜ ƻƴ ƘƻƭŘ ǿƘƛƭŜ ȅƻǳΩǊŜ ƛƭƭ ŦƻǊ 
ŀ ƭƻƴƎ ǘƛƳŜ ƛǎƴΩǘ ŀƴ ƻǇǘƛƻƴΥ ƻǘƘŜǊǿƛǎŜ ƭƛŦŜ ǿƻǳƭŘ ŀƭǿŀȅǎ ōŜ 
on hold. 

Many of the people we spoke to were living with pain, 
fatigue and other symptoms that affected their ability to 
function day-to-day. These took a significant toll on their 
energy levels and their mood.

ά{ǘǊŜǎǎ ŀƴŘ ŜƳƻǘƛƻƴŀƭ ŘƛǎǘǊŜǎǎ ŘǊŀƛƴ ŜƴŜǊƎȅ ǿƘƛŎƘ 
exacerbates my physical symptoms (fatigue, pain, dizziness, 
weight loss). It's rarely a simple one-way cause/effect in 
either direction though, much more about just trying to 
manage my energy levels, which affect and are affected 
ōȅ ōƻǘƘ ŜƳƻǘƛƻƴŀƭκƳŜƴǘŀƭ ŀƴŘ ǇƘȅǎƛŎŀƭ ŦŀŎǘƻǊǎΦέ 

In turn, people described ways in which struggling 
emotionally made their physical health condition worse.

ά!ƴȄƛŜǘȅ ŀƴŘ ǎǘǊŜǎǎ ŜȄŀŎŜǊōŀǘŜ ώƳȅϐ ōƭƻƻŘ ǇǊŜǎǎǳǊŜΣ ŎŀǳǎŜ 
physical impact on my heart, reduce my tolerance to pain, 
ǿƘƛŎƘ ŀƭƭ ƘŀǾŜ ŀƴ ŀŘǾŜǊǎŜ ŜŦŦŜŎǘ ƻƴ Ƴȅ ǇƘȅǎƛŎŀƭ ǿŜƭƭōŜƛƴƎΦέ

άaȅ ŘƛŀōŜǘŜǎ ŎƻƴǘǊƻƭ ƛǎ ƻƴƭȅ ŀǎ ƎƻƻŘ ŀǎ Ƴȅ ƳŜƴǘŀƭ ƘŜŀƭǘƘΦέ

This phenomenon has been described in previous studies, 
which have assessed the costs to the NHS of poor mental 
health among people with long-term conditions, which 
are estimated to equate to £1 for every £10 of NHS 
expenditure (Naylor et al., 2012).

Often people were trying to find ways to keep going in spite 
of the effects of their condition and/or to try to keep their 
condition hidden from others. However, what a lot of people 
described was a situation in which they felt damned if they 
ŘƛŘ ŀƴŘ ŘŀƳƴŜŘ ƛŦ ǘƘŜȅ ŘƛŘƴΩǘΦ LŦ ǘƘŜȅ ǿŜǊŜ ǎǳŎŎŜǎǎŦǳƭ ŀǘ 
pushing through their symptoms and carrying on as if things 
were ok, the people around them, often including healthcare 
professionals, lost sight of how much they were struggling. 

.ǳǘΣ ŘǳǊƛƴƎ ǇŜǊƛƻŘǎ ǿƘŜƴ ǘƘŜȅ ŎƻǳƭŘƴΩǘ ǇǳǎƘ ǘƘǊƻǳƎƘ ǘƘŜƛǊ 
symptoms, people described feelings of loss and isolation, of 
life going by and missed opportunities, not to mention the 
financial worries of lost income and the relationship worries 
ƻŦ ΨōŜƛƴƎ ŀ ōǳǊŘŜƴΩ ŀǎ Ƴŀƴȅ ǇŜƻǇƭŜ Ǉǳǘ ƛǘΦ

{ƻ ǿƘƛƭŜ ǇŜƻǇƭŜ ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ ōŜ ǇŜǊŎŜƛǾŜŘ ŀǎ ΨǾƛŎǘƛƳǎΩ ƻǊ ǘƻ 
have their identities defined by their illness, one of the things 
that many people struggled with the most was other people 
being blind to their suffering.

ά¸ƻǳΩǊŜ ƴƻǘ ȅƻǳǊ ƛƭƭƴŜǎǎΦ ¸ƻǳ ǿŀƴǘ ƴƻǊƳŀƭƛǘȅΦ .ǳǘ ȅƻǳ ŘƻƴΩǘ 
ǿŀƴǘ ŀ ōƛƎ ŀǎǇŜŎǘ ƻŦ ȅƻǳǊ ƭƛŦŜ ǘƻ ōŜ ƛƴǾƛǎƛōƭŜΦέ

άaȅ ŘƛŀƎƴƻǎƛǎ ƛǎ ƻƭŘ ƴŜǿǎ ǘƻ ǘƘƻǎŜ ŀǊƻǳƴŘ ƳŜΣ ŦƻǊ ƳŜ ƛǘ 
ǊŜƳŀƛƴǎ ŀ Řŀƛƭȅ ǎǘǊǳƎƎƭŜΦ LǘΩǎ ƴŜǾŜǊ ƻƭŘ ƴŜǿǎ ǘƻ ƳŜΣ LΩƭƭ ƴŜǾŜǊ 
ōŜ ǳǎŜŘ ǘƻ ƛǘΦέ

ά5ŜŀƭƛƴƎ ǿƛǘƘ Ǉŀƛƴ Řŀƛƭȅ ƛǎ ǘƛǊƛƴƎΦ Lƴƛǘƛŀƭƭȅ ƛǘ ǿƻǳƭŘ ōŜ ŘŜŀƭƛƴƎ 
with the pain but then, by the time I got to the end of the 
working day I was too tired and sore to go the pub, as an 
example, with colleagues. Over time, because I was never out, 
I stopped being asked. Because I was never asked, when I did 
feel like doing something, I then found it difficult to ask them 
as I felt like they obviously didn't want my company. Nobody 
ŀǇǇǊŜŎƛŀǘŜǎ Ƙƻǿ ǘƛǊƛƴƎ Ǉŀƛƴ ƛǎ ǳƴǘƛƭ ǘƘŜȅ ŘŜŀƭ ǿƛǘƘ ƛǘΦέ

ά¸ƻǳ ŎƻǇŜ ǿƛǘƘ ƛǘ ώŎŀƴŎŜǊϐ ŀƴŘ ǘƘƛƴƪΣ ΨLΩƭƭ Ƨǳǎǘ ƎŜǘ ƻƴ ǿƛǘƘ ƭƛŦŜΣΩ 
ōǳǘ ǳƴŘŜǊƭȅƛƴƎ ƛǘΣ ƛǘΩǎ ŀƭǿŀȅǎ ǘƘŜǊŜΦ L ŘƻƴΩǘ ǊŜŀƭƭȅ ǘƘƛƴƪ ŀōƻǳǘ ƛǘ 
Řŀȅ ǘƻ Řŀȅ ƴƻǿ ōǳǘ ƛǘΩǎ ǘƘŜǊŜΧŀƭƭ ǘƘŜ ǘƛƳŜΦέ

άLΩƳ ǿƛǇŜŘ ƻǳǘΣ ŀōǎƻƭǳǘŜƭȅ ǿƛǇŜŘ ƻǳǘΦέ

άLǘΩǎ ŀ ǾŜǊȅ ǳƴǇƭŜŀǎŀƴǘ ƛƭƭƴŜǎǎ ŀƴŘ ǘƘŀǘΩǎ ŘŜǇǊŜǎǎƛƴƎ ƛƴ ƛǘǎŜƭŦΦέ

People also spoke about their worries for the future and the 
further concessions they might need to make to illness, such 
as giving up their jobs or losing their independence.

άaȅ ǇŀǊǘƴŜǊ ƛǎ сс ȅŜŀǊǎ ƻƭŘ ŀƴŘ ǿŜ ƘŀŘ ǎŜǊƛƻǳǎ ǇƭŀƴǎΦ 
Financial plans in place with regard to our future. These plans 
and hopes have been completely dashed. Life is just one long 
round of medication and hospital visits. He is very depressed, 
I am very depressed as we see no end to this enforced way 
ƻŦ ƭƛŦŜΦέ

άLǘΩǎ ǉǳƛǘŜ ŘƛŦŦƛŎǳƭǘ ǘƻ ōŜ ŜƴǘƘǳǎƛŀǎǘƛŎ ŀōƻǳǘ ǘƘƛƴƎǎ ōŜŎŀǳǎŜΣ 
ǉǳƛǘŜ ŦǊŀƴƪƭȅΣ ȅƻǳ ŘƻƴΩǘ ŦŜŜƭ ƭƛƪŜ ŘƻƛƴƎ ŀƴȅǘƘƛƴƎ Ƴƻǎǘ ƻŦ 
ǘƘŜ ǘƛƳŜΦέ
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άLǘ ǿŀǎ Ƨǳǎǘ ǊŜŀƭƭȅΣ ǊŜŀƭƭȅ ƘŀǊŘ ōŜŎŀǳǎŜ L ŎƻǳƭŘƴΩǘ Řƻ 
ŀƴȅǘƘƛƴƎΦ ¸ƻǳ ƪƴƻǿΣ ŀǘ ǘƘŜ ƳƻƳŜƴǘ LΩƳ ƪƛƴŘ ƻŦ ƳŀƴŀƎƛƴƎ 
well enough to go to work most days, to get out of bed, but 
ȅƻǳ ƪƴƻǿ ǘƘŜǊŜ ŀǊŜ ǘƛƳŜǎ ǿƘŜƴ ƛǘΩǎ ƴƻǘ ƭƛƪŜ ǘƘŀǘΣ ǿƘŜƴ L 
ŎŀƴΩǘ Řƻ ŀƴȅ ƻŦ ǘƘƻǎŜ ǘƘƛƴƎǎΣ ǿƘŜƴ L ŀƳ ƭƛǘŜǊŀƭƭȅ ƛƴ ōŜŘ ŦƻǊ 
Řŀȅǎ ƻƴ ŜƴŘΦ !ƴŘ Ƨǳǎǘ ŦŜŜƭƛƴƎ ƭƛƪŜ ǘƘŀǘ ŀƴŘ ŦŜŜƭƛƴƎ ǘƘŜǊŜΩǎ 
ƴƻǘƘƛƴƎ ƻƴ ǘƘŜ ƘƻǊƛȊƻƴ ǘƻ ǊŜǎƻƭǾŜ ǘƘŜ ƛǎǎǳŜΧƛǘ ǿŀǎ ƧǳǎǘΣ 
ȅŜŀƘΣ ƛǘ ǿŀǎ Ƨǳǎǘ ǘƻƻ ƳǳŎƘΧ L ŎƻǳƭŘƴΩǘ ǎŜŜ ƪƛƴŘ ƻŦ ŀƴȅ ƭƛƎƘǘ 
at the end of the tunnel, so it had a really massive impact 
ƻƴ Ƴȅ ƳŜƴǘŀƭ ƘŜŀƭǘƘΦέ

Burden of appointments, treatments and procedures

Having a long-term condition means regular and sometimes 
frequent appointments, treatments and procedures. For 
many, the fact of having to navigate and be engaged with 
health and social care systems is a significant strain. 
[ƛǘŜǊŀǘǳǊŜ ǊŜŦŜǊǎ ǘƻ ǘƘŜ ΨǘǊŜŀǘƳŜƴǘ ōǳǊŘŜƴΩ ƻŦ ŀ ƭƻƴƎ-term 
condition, the work involved in attending appointments 
and sticking to a treatment regimen and the impact this 
ǊŜƎƛƳŜƴ Ƙŀǎ ƻƴ ǇŜƻǇƭŜΩǎ ǿŜƭƭōŜƛƴƎ όDemainet al., 2015). 
People spoke to us about how vulnerable and powerless 
they often felt when they were undergoing medical care. 
Many of their treatments and procedures were intrinsically 
invasive, painful and risky, causing high levels of distress 
and, sometimes, leading some to describe feelings related 
to post-traumatic stress disorder. 

άL ǿƻǳƭŘ ŘŜǎŎǊƛōŜ ƛǘ ŀǎ t¢{5Φ aȅ ǿƛŦŜ ƛǎ ƻǳǘǿŀǊŘƭȅ ŀ ǇƻǎƛǘƛǾŜ 
person but has a long history of poor sleep/night terrors 
ƭƛƴƪŜŘ ǘƻ ƳŜŘƛŎŀƭ ŜȄǇŜǊƛŜƴŎŜǎΦέ

άL ƘŀŘ t¢{5 ŀŦǘŜǊ ƎŜǘǘƛƴƎ aw{! ŦǊƻƳ ŀƴ ƻǇŜǊŀǘƛƻƴ ǎŎŀǊ ŀƴŘ 
having a lot of painful medical procedures done against my 
will due to my age. For years and years and years I could 
never sleep with my wrists turned up, otherwise I would feel 
ŀ ƴŜŜŘƭŜ ƎƻƛƴƎ ƛƴǘƻ Ƴȅ ǾŜƛƴǎΦέ

άL ǘƘƛƴƪ Řƛŀƭȅǎƛǎ ǿŀǎ ǇǊƻōŀōƭȅ ǘƘŜ Ƴƻǎǘ ǘǊŀǳƳŀǘƛŎΣ ƭƻƴŜƭȅ 
ŜȄǇŜǊƛŜƴŎŜΦέ

ά¢ƘŜȅ ǿŀƴǘŜŘ ǘƻ ǎǘŀǊǘ ƳŜ ƻƴ ƳŜŘƛŎŀǘƛƻƴ ǊƛƎƘǘ ŀǿŀȅΣ 
ǿƘƛŎƘ L ŘƛŘΣ ōǳǘ L ǊŜŀŎǘŜŘ ǾŜǊȅ ōŀŘƭȅΧL Ƨǳǎǘ ŦŜƭǘ ŀǿŦǳƭΦ 
I remember I used to sit on the sofa just being in floods 
ƻŦ ǘŜŀǊǎ ŀƭƭ ǘƘŜ ǘƛƳŜΦέ

Many also spoke about the difficulty of remaining hopeful 
when no effective treatments were available. People 
expressed frustration, weariness and anger at the difficulty 
of navigating health and social care systems. This was 
especially true for people who were more dependent on 
these services for support, for example those who were 
more acutely unwell, and those who had financial 
difficulties and housing issues.

άL ŘƛŘ ƘŀǾŜ ŀ ōƛǘ ƻŦ ŀ ǿƻōōƭŜ ŀ ŦŜǿ ǿŜŜƪǎ ŀƎƻ ōŜŎŀǳǎŜ L ǿŀǎ 
told that my six monthly check-ǳǇΧƘŀŘ ōŜŜƴ ǇƻǎǘǇƻƴŜŘΧ 
I was a bit concerned because that would be almost a year 
ǳƴǘƛƭ L ǿŀǎ ŎƘŜŎƪŜŘΦέ

ά9ǾŜǊȅǘƘƛƴƎ ŀōƻǳǘ ŀƴ ŀǇǇƻƛƴǘƳŜƴǘ ǿƛǘƘ ŀ Ŏƻƴǎǳƭǘŀƴǘ ƻǊ 
a hospital doctor is a situation that puts you at a total 
ŘƛǎŀŘǾŀƴǘŀƎŜΣ ŀƴŘ ǘƘŀǘΩǎ ǿǊƻƴƎΦ ¸ƻǳΩǊŜ ŀƭǊŜŀŘȅ ŀǘ ŀ 
ŘƛǎŀŘǾŀƴǘŀƎŜ ōŜŎŀǳǎŜ ǘƘŜǊŜΩǎ ǎƻƳŜǘƘƛƴƎ ǿǊƻƴƎ ǿƛǘƘ ȅƻǳΦέ

The stress of navigating complex systems was noticeable 
for family members and carers, too. Some described having 
ǘƻ ΨōŀǘǘƭŜΩ ǘƻ ƎŜǘ ƘŜƭǇ ŦƻǊ ŀ ŦŀƳƛƭȅ ƳŜƳōŜǊΣ ŀƴŘ ǘƘŜ 
emotional toll this took.

ά!ƭƭ ǘƘŜ ǘƛƳŜ LϥƳ ǇƭƻǘǘƛƴƎ ŀƴŘ ǎŎƘŜƳƛƴƎΣ Ƙƻǿ Ŏŀƴ L ƎŜǘ 
access to one resource or another. Each agency plays a 
different game and I have to learn the rules of all these 
games... It's so wearisome and makes me angry. She's a 
human being with genuine needs, I shouldn't need to play 
ǎǘǳǇƛŘ ƎŀƳŜǎ ǘƻ ƎŜǘ ƘŜǊ ǘƘŜ ƘŜƭǇΦέ

A recurrent theme in the interviews and the survey 
responses was a lack of alignment between the way the 
system is organised and the way people experience their 
long-term condition, especially if they were living with 
ƳǳƭǘƛǇƭŜ ŎƻƴŘƛǘƛƻƴǎΦ Lǘ ƛǎƴΩǘ ƛƴǘǳƛǘƛǾŜΣ ƛǘ ƛǎ ƻǊƎŀƴƛǎŜŘ ŀǊƻǳƴŘ 
diagnoses rather than individuals, and the way time and 
ƻǘƘŜǊ ǊŜǎƻǳǊŎŜǎ ŀǊŜ ŀƭƭƻŎŀǘŜŘ ƻŦǘŜƴ ŘƻŜǎƴΩǘ ǊŜŦƭŜŎǘ ǘƘŜ 
priorities of the people the system is there to care for.

ά¸ƻǳ ǊŜŀƭƭȅ Řƻ ƴŜŜŘ ǘƻ ǿƻǊƪ ǉǳƛǘŜ ƘŀǊŘ ŀǘ ǿƻǊƪƛƴƎ ȅƻǳǊ 
ǿŀȅ ǊƻǳƴŘ ǘƘŜ ǎȅǎǘŜƳ ōŜŎŀǳǎŜ ƛǘΩǎ ŎƻƳǇƭŜȄΦέ

άL ƘŀǾŜ ǘƻ ŘǊƛǾŜ ǘƻ ŀ ƘƻǎǇƛǘŀƭ ǘƘŀǘϥǎ ǇǊŀŎǘƛŎŀƭƭȅ ƛƳǇƻǎǎƛōƭŜ ǘƻ 
park at, so I stress about being late, and when I do finally 
manage to park (usually in a spot the furthest away from 
the part of the hospital I need to get to), I usually find the 
clinic is running late and I spend the whole time worrying 
ŀōƻǳǘ ǿƘŜǘƘŜǊ Ƴȅ ǇŀǊƪƛƴƎ ǘƛŎƪŜǘ ǿƛƭƭ Ǌǳƴ ƻǳǘΦέ

ά¸ƻǳ Ǿƛǎƛǘ ƻƴŜ ŘŜǇŀǊǘƳŜƴǘ ŀƴŘ ǘƘŜȅ ŘŜŎƛŘŜŘ ŀƴƻǘƘŜǊ 
department needs to see you to explore x, y, z, but then 
ǘƘŜǊŜΩǎ ŀ ǿŀƛǘƛƴƎ ǘƛƳŜ ŦƻǊ ŜŀŎƘ ŘŜǇŀǊǘƳŜƴǘΦ .ŜŦƻǊŜ ȅƻǳ 
know it, two years have gone by and you are still no closer 
to any significant answers. The whole process is draining 
ŀƴŘ ŀŘŘǎ ǘƻ ǘƘŜ ŜƳƻǘƛƻƴŀƭ ŀƴŘ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ƛƳǇŀŎǘΦέ

The burden of recurrent appointments and treatment 
ŀŦŦŜŎǘǎ ƻǘƘŜǊ ŀǊŜŀǎ ƻŦ ǇŜƻǇƭŜΩǎ ƭƛǾŜǎΣ ƛƴŎƭǳŘƛƴƎ ǊŜƭŀǘƛƻƴǎƘƛǇǎΣ 
education and employment.

άaȅ ŜƳǇƭƻȅŜǊ ŜȄǇŜŎǘǎ ƳŜ ǘƻ ƳŀƪŜ ōŀŎƪ ŀƴȅ ǘƛƳŜ ƭƻǎǘ 
including the hour it takes me to travel from work to the 
hospital and often I am in the waiting room for a while and 
not seen on time which meant last time I ended up making 
up three hours overtime after normal work hours in that 
week. It was exhausting and I felt resentful that others 
ǿƛǘƘƻǳǘ ŀ ŎƻƴŘƛǘƛƻƴ Řƻƴϥǘ ƘŀǾŜ ǘƻ Ǝƻ ǘƘǊƻǳƎƘ ǘƘƛǎΦέ

Medical appointments can cause anxiety both before and 
after ςboth anticipating the news they might receive and 
coping with frightening or disappointing results.
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ά¢ƘŜǊŜΩǎ ǎƻ ƳǳŎƘ ŜƳǇƘŀǎƛǎ Ǉǳǘ ƻƴ ǘƻ ŀǇǇƻƛƴǘƳŜƴǘǎ ςup 
ǘƻ с ƳƻƴǘƘǎ ƻŦ ǿŀƛǘƛƴƎ ŦƻǊ мр ƳƛƴǳǘŜǎ ƻŦ ǎƻƳŜƻƴŜΩǎ ǘƛƳŜΦ 
Appointments can be both inflating and deflating. Most of 
ǘƘŜ ǘƛƳŜ L ŦŜŜƭ άǊƻŎƪŜŘέ ŀŦǘŜǊǿŀǊŘǎΦ !ƴŘ ŦǊǳǎǘǊŀǘŜŘ ǿƛǘƘ Ƴȅ 
ōƻŘȅ ǘƘŀǘ LΩǾŜ ƘŀŘ ǘƻ ŀǘǘŜƴŘ ŀƴƻǘƘŜǊ ŀǇǇƻƛƴǘƳŜƴǘΦέ

ά¢ƘŜƴ ǘƘŜȅ ŦƻǳƴŘ ƻǳǘ ǘƘŀǘ LΩŘ Ǝƻǘ ώŀ ǊŀǊŜ ŎƻƴŘƛǘƛƻƴϐΣ 
which resulted in me being in a room full of white coats 
ŀƴŘ ǎŎǊǳōǎΣ ŀƴŘ ǇŜƻǇƭŜ ƎƻƛƴƎ ΨooohΣ ƭƻƻƪΩΦέ

άIƻǿ Ƴŀƴȅ ǘƛƳŜǎ Řƻ ȅƻǳ ƘƻǇŜ ŀƴŘ ƘŀǾŜ ȅƻǳǊ ƘƻǇŜ 
dashed and be able to recover from that, pick yourself up 
ŀƴŘ ŎƻƴǘƛƴǳŜΚέ

άL ƘŀŘ ǘƻ ŦƛƎƘǘΦ L ƘŀŘ ǘƻ ōŜ ǾƛƎƛƭŀƴǘ ŀǎ ǘƻ ǿƘŀǘ ǘŀōƭŜǘǎ L ǿŀǎ 
taking. I had to fight to get home. I had to plead, beg... I 
ƘŀŘ ǘƻ ǿŀǘŎƘ ŜǾŜǊȅǘƘƛƴƎΦ L ŎƻǳƭŘƴΩǘ ǊŜƭŀȄ ŦƻǊ ŀ ƳƻƳŜƴǘΦέ

Impact on relationships

People we spoke to discussed the impact of having a 
long-term condition on the relationships with those who 
ŀǊŜ ŎƭƻǎŜ ǘƻ ǘƘŜƳΦ ²Ŝ ŀƭǎƻ ƘŜŀǊŘ ŦǊƻƳ ǇŜƻǇƭŜΩǎ ŦŀƳƛƭȅ 
members and partners and what was striking was the 
way in which the emotional impact of long-term conditions 
ripples out. It affects the person with the diagnosis, but 
also the people around them, and the relationships 
between them. 

ά{ƻƳŜǘƛƳŜǎ ƛǘΩǎ ŘƛŦŦƛŎǳƭǘ ŦƻǊ ƘƛƳ ώƘǳǎōŀƴŘϐ ōŜŎŀǳǎŜ 
ǎƻƳŜǘƛƳŜǎ ƘŜ ǎǘǊǳƎƎƭŜǎ ōŜŎŀǳǎŜ ƘŜΩǎ ƭƛǾƛƴƎ Ƙƛǎ ƭƛŦŜ ǿƛǘƘ 
ŀ ǇŜǊǎƻƴ ǿƘƻΩǎ ǎƛŎƪ ώΧϐ ŀƴŘ ǘƘŀǘ Ŏŀƴ Ǉǳǘ ǎǘǊŀƛƴ ƻƴ ƻǳǊ 
ǊŜƭŀǘƛƻƴǎƘƛǇΦέ

άL ǊŜƎǊŜǘ ǘƻ ǎŀȅ L ŀƳ ƴƻ ƭƻƴƎŜǊ ŀōƭŜ ǘƻ ƻŦŦŜǊ ƳǳŎƘ ŜƳƻǘƛƻƴŀƭ 
support. I feel very guilty about this but I am having to 
cope with all financial decisions and plan for somebody 
ŜƭǎŜΩǎ ŦǳǘǳǊŜΦ aȅ ƭƛŦŜ ŀƴŘ ŦǳǘǳǊŜ ƛǎ ŀŦŦŜŎǘŜŘ ǘƘǊƻǳƎƘ ƴƻ Ŧŀǳƭǘ 
of mine and I have now begun to feel resentful of what 
ƭƛŜǎ ŀƘŜŀŘΦέ

άL ǘƘƛƴƪ Ƴȅ ŘŀǳƎƘǘŜǊǎ ŦŜƭǘ ƛǘ ƎǊŜŀǘƭȅ ŀƴŘ ǘƘŜȅ ǿƛǎƘŜŘ ǘƘŜȅ 
ŎƻǳƭŘΩǾŜ ǘŀƭƪŜŘ ǘƻ ǎƻƳŜƻƴŜ ŀōƻǳǘ ƳŜΦέ

άaȅ ǇŀǊŜƴǘǎ ŘƛŘ ǾŜǊȅ ǿŜƭƭ ǘƻ ƘƛŘŜ ǘƘŜƛǊ ŦŜŀǊΣ ōǳǘ LΩŘ ǎŜŜ 
ǘƘŜƳ ōƻǘƘ ŎǊȅ ŀ ƭƻǘΦέ

ά{ƘŜ ώƳǳƳϐ ƴŜŜŘǎ ǘƘŜǊŀǇȅ ŀƴŘ ǎǳǇǇƻǊǘ ƘŜǊǎŜƭŦ ōŜŎŀǳǎŜ ǎƘŜ 
ǿŜƴǘ ǘƘǊƻǳƎƘ ŀ ǊŜŀƭƭȅ ǘǊŀǳƳŀǘƛŎ ǘƛƳŜΣ ōǳǘ ǎƘŜΩǎ ƻƴŜ ƻŦ ǘƘŜǎŜ 
ǇŜƻǇƭŜ ǿƘƻΩƭƭ ƴŜǾŜǊ ǘƘƛƴƪ ǘƘŀǘ ǘƘŜǊŀǇȅ ƛǎ ŦƻǊ ƘŜǊΣ ȅƻǳ ƪƴƻǿ 
ǿƘŀǘ L ƳŜŀƴΚ {ƻ ƛǘΩǎ ŀƭǿŀȅǎ ƳŜ ǿƘƻΩǎ ƘŀŘ ǘƻ ǎŜŜƪ ǘƘŀǘ 
ǎǳǇǇƻǊǘ ǿƘŜƴ L ƪƴƻǿ ǘƘŀǘ ǊŜŀƭƭȅ ƛǘΩǎ ƳƻǊŜ ƭƛƪŜ ŦŀƳƛƭȅ 
ŎƻǳƴǎŜƭƭƛƴƎ ƻǊ ǎƻƳŜǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘ ǿƻǳƭŘ ōŜ ǎƻ ƘŜƭǇŦǳƭΦέ

²Ŝ ŀƭǎƻ ƘŜŀǊŘ ŀōƻǳǘ ǇŜƻǇƭŜΩǎ ǊŜƭŀǘƛƻƴǎƘƛǇǎ ǿƛǘƘ ƘŜŀƭǘƘ ŀƴŘ 
social care professionals. If you have a long-term condition, 
medical care becomes more relational than transactional. 
Lǘ ŜȄǘŜƴŘǎ ƻǾŜǊ ǘƛƳŜΣ ƛǘΩǎ ǇŀǊǘ ƻŦ ȅƻǳǊ ƭƛŦŜΣ ƛǘ ŀŦŦŜŎǘǎ ȅƻǳǊ 
ŦǳǘǳǊŜΦ ¸ƻǳΩǊŜ ōŜƛƴƎ ŀǎƪŜŘ ǘƻ Ǉǳǘ ȅƻǳǊ ǘǊǳǎǘ ƛƴ ƻǘƘŜǊǎΣ ƴƻǘ 
just as a one-off, but repeatedly. And, as a result, it really 
ƳŀǘǘŜǊǎ ǘƘŀǘ ǘƘŜǎŜ ŀǊŜ ǇŜƻǇƭŜ ȅƻǳΩǾŜ ŘŜǾŜƭƻǇŜŘ ǘǊǳǎǘ ƛƴΣ 
that you can build a relationship with them, that you 
ŀǊŜƴΩǘ ƭŜŦǘ ŦŜŜƭƛƴƎ ƭƛƪŜ ȅƻǳΩǾŜ ƎƻƴŜ ōŀŎƪ ǘƻ ǎǉǳŀǊŜ ƻƴŜ 
with each appointment. 

Yet when it comes to relationships with doctors and nurses, 
many people talked in terms of a battle, of feeling like they 
had to be feisty, confrontational, defiant, etc., in order to 
ƎŜǘ ǘƘŜƛǊ ƴŜŜŘǎ ƳŜǘΦ ¢Ƙƛǎ ŘȅƴŀƳƛŎ ƛǎƴΩǘ ŎƻƳǇŀǘƛōƭŜ ǿƛǘƘ ŀƴ 
open and trusting relationship in which people would feel 
safe enough to talk about their emotional health.

άLǘΩǎ ǎƻǳƭ ŘŜǎǘǊƻȅƛƴƎΦ ¸ƻǳ ƪƴƻǿΣ ȅƻǳ Ǉǳǘ ȅƻǳǊ ǘǊǳǎǘ ƛƴ 
ǘƘŜǎŜ ǇŜƻǇƭŜΦέ

άhǾŜǊ ǘƘŜ ȅŜŀǊǎΣ LΩǾŜ ƎǊƻǿƴ ǉǳƛǘŜ ŦŜƛǎǘȅΣ ǘƻ ƘŀǾŜ ŀƴ ŀǊƳƻǳǊ 
ŀǊƻǳƴŘ ƳŜέΦ

One of the words that came up most frequently in 
ŘƛǎŎǳǎǎƛƻƴǎ ŀōƻǳǘ ǊŜƭŀǘƛƻƴǎƘƛǇǎ ǿŀǎ ΨōǳǊŘŜƴΩΦ ¢Ƙƛǎ ǿŀǎ ŀ 
theme among participants of all ages, and for some it may 
intersect with similar feelings when they reach later life. 
People were worried about being a burden to family 
members, and even more so if they spoke about their 
feelings. This often led them to try to cope with the 
emotional impact of their long-term condition alone 
instead of turning to others for support. 

άL ŘƻƴΩǘ ǿŀƴǘ ǘƻ ōŜ ǘƘŜ ǇŜǊǎƻƴ ǘƘŀǘ ōǊƛƴƎǎ ŜǾŜǊȅƻƴŜ ŜƭǎŜ 
ŘƻǿƴΣ ǎƻ L ƻŦǘŜƴ ǎǘŀȅ ǉǳƛŜǘΦ L ŀƭǎƻ ŘƻƴΩǘ ǿŀƴǘ ǘƻ ǿƻǊǊȅ Ƴȅ 
ƘǳǎōŀƴŘ ŀōƻǳǘ ǿƘŀǘ ǘƘŜ ŦǳǘǳǊŜ Ƴŀȅ ƘƻƭŘ ŦƻǊ ƳŜΦέ
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άL Řƻ ǘƘƛƴƪ ǘƘŀǘ ŜǾŜǊȅƻƴŜΩǎ 
ŜȄǇŜǊƛŜƴŎŜ ƻŦ ŀƴ ƛƭƭƴŜǎǎ ƛǎ ŘƛŦŦŜǊŜƴǘΦέ

The needs and experiences of people with long-term 
conditions are inevitably diverse. No two people have 
exactly the same needs, wishes or experiences in life or 
with their health. 

In conducting this research, it was apparent that there 
is as much diversity of experience among people with the 
same condition as there is among people with different 
diagnoses: that diagnosis alone is insufficient to predict 
ǎƻƳŜƻƴŜΩǎ ƴŜŜŘǎ ŦƻǊ ŜƳƻǘƛƻƴŀƭ ǎǳǇǇƻǊǘΦ tŜƻǇƭŜΩǎ 
experiences vary according to many factors, including 
their age, their relationships and their economic and 
social position. And the challenge of living with a long-term 
condition may be compounded by other issues people face, 
including poverty, housing or relationship difficulties, 
racial injustice and discrimination. This means that 
designing emotional support needs to consider individual 
ŎƛǊŎǳƳǎǘŀƴŎŜǎΣ ƴŜŜŘǎ ŀƴŘ ŀǎǎŜǘǎΥ ǘƘŜǊŜ ƛǎ ƴƻ ΨƻƴŜ ǎƛȊŜ Ŧƛǘǎ 
ŀƭƭΩ ǎƻƭǳǘƛƻƴΦ 

This section explores some of the dimensions of inequality 
ƻǊ ǾŀǊƛŀōƛƭƛǘȅ ǘƘŀǘ ŀŦŦŜŎǘ ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ ƭƻƴƎ-term 
illness and its emotional impacts.

Age

tŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ ƘŀǾƛƴƎ ŀ ƭƻƴƎ-term condition and 
its emotional impact differ through their lives. We heard 
from people of all ages about their experiences and how 
their age played a part in how they were treated by 
healthcare professionals.

Older people have a complex combination of risk factors for 
poor mental health: they are more likely to be living with 
more than one long term condition; they are likely to be 
taking a combination of medications; they are more likely 
to be socially isolated. Almost four million people over the 
age of 65 now live alone in England. Research from 
Independent Age (2020a) shows that older people are 
more likely to have depression or anxiety if they have 
poorer mobility or if they have a caring role (or if they 
receive care from a family member). Bereavement, 
especially of a partner, is also a major risk factor for poor 
mental health in later life.

Some of the older people who participated felt like they 
were forgotten about by services and their long-term 
condition was increasingly seen as an inevitable part of the 
ageing process. 

Health inequities and variations in experience

ά²ƘŜƴ L ǿŀǎ ȅƻǳƴƎ L ǿŀǎ ǳƴǳǎǳŀƭ ŀƴŘ ϥƛƴǘŜǊŜǎǘƛƴƎϥ ǘƻ 
doctors and almost felt special. But as you age you get 
ǘƻƭŘ ϥǿŜƭƭ ŜǾŜǊȅƻƴŜ Ƙŀǎ ŀŎƘŜǎ ŀƴŘ Ǉŀƛƴǎ ŀŦǘŜǊ рлϥ ŜǘŎΦέ 

άL ŦŜŜƭ ƭƛƪŜ ǉǳƛǘŜ ŀ ƭƻǘ ƻŦ ŘƻŎǘƻǊǎ ώΧϐ ŘƻƴΩǘ ǊŜŀƭƭȅ ŎŀǊŜ ŀōƻǳǘ 
ǳǎΣ ǘƘŀǘ ǿŜΩǊŜ ǎƻǊǘ ƻŦ ŜȄǇŜƴŘŀōƭŜΦέ

άL ǊŜŀƭƭȅ Řƻ ŦŜŜƭΣ ȅƻǳ ƎŜǘ ǘƻ ŀ ŎŜǊǘŀƛƴ ŀƎŜ ŀƴŘ ȅƻǳΩǊŜ 
ǿǊƛǘǘŜƴ ƻŦŦΦέ

ά²Ƙŀǘ LΩǾŜ ŦƻǳƴŘ ǾŜǊȅ ƘŀǊŘ ƛǎ ǘƘŀǘΣ ǿƘŜƴ ȅƻǳ ǊŜŀŎƘ срΣ ȅƻǳ 
suddenly become an old person [for the purposes of social 
ǎŜǊǾƛŎŜǎ ƘŜƭǇϐ ŀƴŘ ƴƻ ƭƻƴƎŜǊ ŘƛǎŀōƭŜŘΦέ

There is also evidence that older people are less likely to 
be offered mental health treatment than their younger 
peers (Frost et al., 2019; Commission for Equality, 2020). 
This is despite evidence that psychological therapy for 
depression can be highly effective in later life. This is often 
linked to beliefs that poor mental health is an inevitable 
and normal part of ageing, and an assumption that it is not 
worth offering treatment.

At the opposite end of the age spectrum, some of the 
younger people who participated felt like their symptoms 
ƘŀŘƴΩǘ ōŜŜƴ ǘŀƪŜƴ ŀǎ ǎŜǊƛƻǳǎƭȅ ŀǎ ǘƘŜȅ ǎƘƻǳƭŘ ƘŀǾŜ ōŜŜƴ 
because of their age and, as a result, their diagnoses had 
been delayed. Others described the impact of feeling out 
of step with other young people, who had more freedom, 
more opportunity and brighter prospects for their 
adult lives.

ά!ǎ LΩǾŜ Ǝƻǘ ƻƭŘŜǊΣ LΩǾŜ ƴƻǘƛŎŜŘ Ƙƻǿ ƳǳŎƘ Ƴȅ ƘŜŀƭǘƘ ƛǎ 
ƛƳǇŀŎǘƛƴƎ ƻƴ ǿƘŀǘ L ǿŀƴǘ ƛƴ ǘƘŜ ŦǳǘǳǊŜΦ LΩƳ ƎŜǘǘƛƴƎ ƳŀǊǊƛŜŘ 
next year and have started to think about having children 
ŀƴŘ Ƴȅ ŦǊƛŜƴŘǎ ŀǊŜ ƘŀǾƛƴƎ ŎƘƛƭŘǊŜƴΦ LǘΩǎ ƻƴƭȅ ǘƘŜ ƭŀǎǘ ȅŜŀǊ 
LΩǾŜ ǊŜŀƭƛǎŜŘ Ƴȅ ƘŜŀƭǘƘ Ƴŀȅ ǎǘƻǇ ƳŜ ŜǾŜǊ ƘŀǾƛƴƎ ŎƘƛƭŘǊŜƴΦέ

Racism and discrimination

People from racialised communities in the UK have higher 
than average rates of some long-term physical conditions, 
ƛƴŎƭǳŘƛƴƎ ŘƛŀōŜǘŜǎ ŀƴŘ ƘŜŀǊǘ ŘƛǎŜŀǎŜ ό¢ƘŜ YƛƴƎΩǎ CǳƴŘΣ 
2021). For some communities, levels of mental ill health 
are higher but access to mental health support is poorer 
ŀƴŘ ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ƻǳǘŎƻƳŜǎ ŀǊŜ ŀƭǎƻ ǿƻǊǎŜ 
(Commission for Equality in Mental Health, 2020). 
Likewise, there is evidence in some areas of healthcare 
that physical health support for people from racialised 
communities is poorer ςfor example with less effective 
pain control and significantly higher mortality rates in 
maternity services (Knight et al, 2021).
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Many of the people we spoke to talked about feeling like 
they needed to be very assertive in order to get the care 
they needed for their long-term condition. This is more 
made more difficult still for people who come from 
communities that have been stigmatised or marginalised. 
For example, an interviewee from the Travelling 
community spoke about feeling like doctors and nurses 
had a negative stereotype of Travellers. As a result, she 
felt that if she complained, far from getting her the care 
she needed, it would be held against her.

ά²Ŝ ŎŀƴΩǘ ǎŀȅ ƴƻǘƘƛƴƎ ōŜŎŀǳǎŜ ƛǘΩƭƭ ŎƻƳŜ ōŀŎƪ ǘƻ ǳǎΦέ

ά¸ƻǳ Ƨǳǎǘ ƪƴƻǿ ǘƘŀǘ Ƙƻǿ ȅƻǳΩǊŜ ōŜƛƴƎ ǘǊŜŀǘŜŘ ƛǎ ōŜŎŀǳǎŜ 
ƻŦ ǿƘƻ ȅƻǳ ŀǊŜΦέ 

Poverty and financial insecurity

The links between poverty, financial insecurity and long-
term illness are complex and work in multiple directions. 
Poverty makes people more likely to have a long-term 
illness. It also exacerbates the emotional impact of long-
term conditions, and for many people having a long-term 
condition affects their income and financial wellbeing. With 
fewer resources too often come less power and autonomy. 
People living in financial hardship felt more dependent on 
the system recognising and responding to their needs (e.g. 
receiving Personal Independence Payments) and this, in 
turn, left them feeling vulnerable and betrayed when the 
system let them down.

ά²ƘŜƴ L ŀƳ ŘŜŀƭƛƴƎ ǿƛǘƘ ŀƴȅ ŦƛƴŀƴŎƛŀƭ ǎǘǊŜǎǎŜǎΣ Ƴȅ ƳŜƴǘŀƭ 
ƘŜŀƭǘƘ ǎǳŦŦŜǊǎΦέ

άLΩƳ ƻƴƭȅ ŜŀǊƴƛƴƎ ƘŀƭŦ ƻŦ ǿƘŀǘ L ǿŀǎ ŜŀǊƴƛƴƎ ōŜŦƻǊŜ ώǘƘŜ 
ŘƛŀƎƴƻǎƛǎϐΦέ

άtLtκ9{! ǊŜŀǎǎŜǎǎƳŜƴǘ ƳŀƪŜǎ ƳŜ ŦŜŜƭ ǳǇǎŜǘΣ ǿƘŜƴ LϥƳ 
ŦŜŜƭƛƴƎ ƛƭƭ ōǳǘ ƭƻƻƪ ǿŜƭƭΣ ǇŜƻǇƭŜ Řƻƴϥǘ ǳƴŘŜǊǎǘŀƴŘΦέ

The Health Foundation has also noted that people from 
more deprived communities are not only much more likely 
to have multiple long-term conditions but that this happens 
a lot earlier in life than in more affluent areas (Stafford et 
al., 2018). For example the average age for people to have 
four or more long-term conditions was 61 in the most 
deprived areas, combined with 71 in the least deprived.

Impact on Urban Health (2021), meanwhile, have explored 
the mechanisms by which poverty and inequality in South 
London interact with health to exacerbate the risks of 
having multiple long-term conditions. They note that 
difficulties with money, work and housing, poor living 
conditions and precarious circumstances create an unequal 
risk of poor health, especially for women and racialised 
communities in more deprived neighbourhoods.

Fluctuating and progressive conditions

A number of participants spoke about the impact of 
conditions that fluctuate, but also the extent to which their 
emotions changed over time as their illness progresses. For 
some people, time brings greater acceptance and coping 
strategies. For others, time increases the emotional toll or 
creates new challenges ςfor example when they are ready 
to start a family or as their condition becomes progressively 
more painful, life-threatening or life-limiting.

άaŀƴȅ ǇŜƻǇƭŜ ǊŜŎƻǾŜǊ Ŧǳƭƭȅ ŦǊƻƳ aΦ9Φ ƛƴ ŀ ǊŜƭŀǘƛǾŜƭȅ ǎƘƻǊǘ 
time, so early on I was focussed on that, struggling/fighting 
against all the things I wanted to do but couldn't, but 
basically impatient to be back to 'normal' again. Then I 
went through almost a grieving process, accepting that 
wasn't going to be the case for me and needing to adjust 
to/accept the long-term impact. Since then it's just up and 
down, sometimes it's easier to live with and other times not 
ǎƻ ƳǳŎƘΗέ

ά!ǎ LϥǾŜ Ǝƻǘ ƻƭŘŜǊΣ L ǘƘƛƴƪ ŀōƻǳǘ ǊŜƭŀǘƛƻƴǎƘƛǇǎΣ ǎǘŀǊǘƛƴƎ ŀ 
ŦŀƳƛƭȅ ŀƴŘ ōŜŎƻƳƛƴƎ ƳƻǊŜ ƛƴŘŜǇŜƴŘŜƴǘΦ LΩƳ ƳƻǊŜ ƴŜǊǾƻǳǎ 
to take steps forward and at times this does affect my mood 
as I know if I didn't have the condition it wouldn't have 
held me back at all and I would feel more confident in all 
ǘƘŜǎŜ ŀǊŜŀǎΦέ

άhǾŜǊ ǘƛƳŜ L ƘŀǾŜ ōǳƛƭǘ ǳǇ ŀƴ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ƻŦ Ƙƻǿ ƛǘ 
impacts on me and so I can manage it better. I talk about 
things more and am more open with others generally about 
my condition. I am also accepting of it now. I used to get 
angry about it -ƴƻǿ ƛǘ ƛǎ ǇŀǊǘ ƻŦ ƳŜ ŀƴŘ Ƴȅ ƭƛŦŜΦέ

άL ƘŀǾŜ ƘŀŘ ƪƛŘƴŜȅ ŘƛǎŜŀǎŜ ŦƻǊ ƻǾŜǊ нр ȅŜŀǊǎΦ L ǿƻǊǊƛŜŘ ƭŜǎǎ 
ŀǘ ŦƛǊǎǘ ŀƴŘ ŘƛŘƴΩǘ ǘƘƛƴƪ ŀōƻǳǘ ŜƴŘ ǎǘŀƎŜ ƛƳǇŀŎǘ ōǳǘ ƴŜŜŘŜŘ 
more help with nutrition advice. When I reached stage 4, I 
really started worrying about my blood results and how fast 
I was heading for stage 5 and dialysis and the impact this 
ǿƻǳƭŘ ƘŀǾŜ ƻƴ Ƴȅ ƭƛŦŜΦ {ƻ ǘƘŜ ǿƻǊǊƛŜǎ ŎƘŀƴƎŜ ǿƛǘƘ ǘƛƳŜΦέ

άL ŦƭǳŎǘǳŀǘŜ ōŜǘǿŜŜƴ ŘŜǘŜǊƳƛƴŀǘƛƻƴ ǘƻ ƻǾŜǊǊƛŘŜ ƭƛƳƛǘŀǘƛƻƴǎ 
ŀƴŘ ǎǳŎŎǳƳōƛƴƎ ǘƻ ǘƘŜƳΦέ
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The people we spoke to described aspects of their physical 
healthcare that either helped or undermined their 
emotional wellbeing. Key aspects of care for a long-term 
condition that people found helpful (or would have liked) 
for their mental health included:

Å Continuity of care over time

Å Being given information and treated as a partner in 
their care

Å Support and advice being given between appointments

Å Small gestures of care from healthcare professionals

Continuity of care

άLΩƳ ǘǊȅƛƴƎ ǘƻ ōǳƛƭŘ ǳǇ ǎƻƳŜ ǎƻǊǘ ƻŦ 
ŎƻƴǎƛǎǘŜƴŎȅ ǿƛǘƘ ƻƴŜ ŘƻŎǘƻǊΦέ

Long-term conditions, by definition, last a long time. People 
value being able to see the same healthcare professionals 
from year to year, building relationships that follow them 
through the various stages of their illness (Independent 
Age, 2020b). When they trusted their doctor or nurse, 
people found the continuity of the relationship deeply 
reassuring.

άLǘ ǎƘƻǳƭŘ ōŜ ŀ ōƛǘ ƳƻǊŜ ǇŜǊǎƻƴŀƭ ƛŦ ȅƻǳΩǾŜ Ǝƻǘ ŀ ƭƻƴƎ-term 
ŎƻƴŘƛǘƛƻƴΦέ

άL Ƨǳǎǘ ǎŀȅ Ƴȅ ƴŀƳŜ ŀƴŘ ƘŜ ώƳȅ Ŏƻƴǎǳƭǘŀƴǘϐ ƪƴƻǿǎ ǿƘƻ
L ŀƳΦέ

A healthcare professional we spoke to expressed a similar 
wish to have greater continuity of care with the patients 
they saw in hospital.

άL ŀƳ ƛŘŜƴǘƛŦȅƛƴƎ ǇŀǘƛŜƴǘǎ ƻƴŎŜ ǘƘŜȅ ŀƭǊŜŀŘȅ ƘŀǾŜ 
established renal disease. It would be great to work in the 
community to follow them up and see how some of the 
ƳŜŀǎǳǊŜǎ ǿŜ Ǉǳǘ ƛƴ ǇƭŀŎŜ ǿƻǊƪΦέ

One participant described the sense of continuity they had 
with a GP they had been seeing for decades. She knew his 
ƘƛǎǘƻǊȅ ŀƴŘ ƪŜǇǘ ŀƴ ŜȅŜ ƻƴ ǘƘƛƴƎǎΦ .ǳǘ άǎƛƴŎŜ ǎƘŜ ǊŜǘƛǊŜŘΣ 
LΩǾŜ ōŜŜƴ ǇŀǎǎŜŘ ŦǊƻƳ ǇƛƭƭŀǊ ǘƻ ǇƻǎǘΦέ

άLǘ ŘƻŜǎ ƳŀƪŜ ǎǳŎƘ ŀ ŘƛŦŦŜǊŜƴŎŜ ǿƘŜƴ ǘƘŜȅ ώƘŜŀƭǘƘŎŀǊŜ 
ǇǊƻŦŜǎǎƛƻƴŀƭǎϐ ƪƴƻǿ ȅƻǳǊ ōŀŎƪǎǘƻǊȅ ŀǎ ǿŜƭƭΦέ

What helps people living with long-term conditions?

άIŜ ώŎƻƴǎǳƭǘŀƴǘϐ Ƙŀǎ ōŜŜƴ ŀ ŦƛƎǳǊŜ ƻŦ Ŏƻƴǘƛƴǳƛǘȅ ŀƴŘΣ 
ŀŎǘǳŀƭƭȅΣ ǿƛǎŘƻƳ ǘƘŀǘΩǎ ōŜŜƴ ŜƴƻǊƳƻǳǎƭȅ ƘŜƭǇŦǳƭ ƛƴ ŎƻǇƛƴƎ 
with that long-ǘŜǊƳ ŎƻƴŘƛǘƛƻƴ ōŜŎŀǳǎŜ ȅƻǳ Ƨǳǎǘ ƪƴƻǿ ƘŜΩǎ 
ōŜŜƴ ǘƘŜǊŜέΦ

Information and partnership in care

άtŜƻǇƭŜ ŀǊŜ ƛƴ ǘƘŜƛǊ ƻǿƴ ǿŀȅ 
ŜȄǇŜǊǘǎ ƛƴ ǘƘŜƛǊ ƻǿƴ ŎƻƴŘƛǘƛƻƴΦέ 

The longer people live with their conditions the more they 
come to understand them and the clearer they are about 
their own priorities and needs in terms of managing their 
health. They want to be treated as partners in their care: 
to be given as much information as possible and to have 
a voice in the decisions that will affect them. 

άIŀǾƛƴƎ ǇŜƻǇƭŜ ƛƴ ǇƻǿŜǊ ŀƴŘ ŀǳǘƘƻǊƛǘȅ ǊŜŎƻƎƴƛǎŜ ǘƘŀǘ Ƴƻǎǘ 
patients have the answers to resolving their own emotional 
and physical health challenges and they should be listened 
to and allowed to collaborate for the changes in health 
ǎŜǊǾƛŎŜǎ ǘƻ ōŜ ƳŀŘŜΦέ 

ά[ŜŀǊƴ ǘƻ ōŜ ŀōƭŜ ǘƻ ƛƳǇƭŜƳŜƴǘ ǘƘŜ ŎƘŀƴƎŜǎ ƴŜŜŘŜŘ ōȅ 
ǿƻǊƪƛƴƎ ǿƛǘƘ ǳǎ ŀǎ ǇŀǊǘƴŜǊǎΦέ

The importance of having good information about their 
condition was expressed by many participants, with some 
noting that this had a direct impact on their mental health.

άL ǘƘƛƴƪ ǘƘŀǘ ōŜŎƻƳƛƴƎ ōŜǘǘŜǊ ƛƴŦƻǊƳŜŘ ŀōƻǳǘ Ƴȅ ŎƻƴŘƛǘƛƻƴ 
ƘŜƭǇǎ ǿƛǘƘ ŀƴȅ ŀƴȄƛŜǘƛŜǎ L ƳƛƎƘǘ ƘŀǾŜΦέ

άL ƪƴŜǿ ƴƻǘƘƛƴƎ ŀōƻǳǘ ǘƘƛǎ ŎƻƴŘƛǘƛƻƴ ǿƘŜƴ L ǿŀǎ 
ŘƛŀƎƴƻǎŜŘΣ ŀƴŘ ŦŜƭǘ L ǿŀǎ ƭŜŦǘ ǘƻ ƎŜǘ ƻƴ ǿƛǘƘ ƛǘΦέ

Not being listened to was a frustrating experience for 
many participants:

ά¢ƘŜ ŀǘǘƛǘǳŘŜ ƻŦ ǎƻƳŜ ƳŜŘƛŎǎ ƛǎ ǾŜǊȅ ŘƛǎƳƛǎǎƛǾŜΣ 
I sometimes don't feel heard or respected as an individual -
more of a 'patient' on a conveyor belt being processed with 
a one size fits all.... My knowledge and expertise is of no 
ƛƴǘŜǊŜǎǘΦΦΦ bƻ ƘƻǇŜ ƛǎ ƻŦŦŜǊŜŘΦέ

άL ǘƘƛƴƪ ǎƻƳŜǘƛƳŜǎ ŘƻŎǘƻǊǎ Ƨǳǎǘ ǘŜƭƭ ȅƻǳΣ Ψ¸ƻǳ ƴŜŜŘ ǘƻ Ǝƻ ƻƴ 
ǘƘƛǎΩ ŀƴŘ ǘƘŀǘΩǎ ƛǘΣ ȅƻǳ ƴŜŜŘ ǘƻ ǘŀƪŜ ǘƘŜƛǊ ǿƻǊŘ ŦƻǊ ƛǘΦέ

άL ŦŜƭǘ ōǳƭƭƛŜŘΦέ 
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By contrast, some participants described the recognition 
they got for the knowledge they had about their condition 
and what they needed to help them to manage it.

ά²ƛǘƘ Ƴȅ ǎǇŜŎƛŀƭƛǎǘΣ Ƴȅ ŎƻƴǎǳƭǘŀƴǘΣ ƛŦ L ŘƻƴΩǘ Řƻ ŜȄŀŎǘƭȅ 
ǿƘŀǘ ƘŜΩǎ ǘƻƭŘ ƳŜΣ ƘŜ ǘǊǳǎǘǎ ǘƘŀǘ L ƪƴƻǿ Ƴȅ ōƻŘȅ ōŜǎǘΦέ

άCŜŜƭƛƴƎ ŀǎ ƛŦ L ŎƻǳƭŘ ŎƻƴǘǊƻƭ ǎƻƳŜǘƘƛƴƎ ǿŀǎ ƛƳǇƻǊǘŀƴǘ 
ŀƴŘΧŘƛǎŎǳǎǎƛƴƎ ǘƘƛƴƎǎ ƘŜƭǇǎ ŀƴŘ L ǘƘƛƴƪ ƛǘ ƘŜƭǇǎ ǘƘŜƳ ς
ǎƘŀǊŜǎ ǘƘŜ ǊŜǎǇƻƴǎƛōƛƭƛǘȅΦέ

άLΩƳ ƘŀǇǇȅ ǘƻ ǘŀƪŜ ǘƘŜ ƳŜŘƛŎƛƴŜǎΣ ŀǎ ƭƻƴƎ ŀǎ L ƪƴƻǿ ǿƘȅ ǘƘƛǎ 
ƛǎ ƘŀǇǇŜƴƛƴƎΣ ŀǎ ƭƻƴƎ ŀǎ L ƪƴƻǿ ǿƘȅ LΩǾŜ Ǝƻǘ ǘƻ Řƻ ƛǘΣ ǿƘȅ 
LΩǾŜ Ǝƻǘ ǘƻ ǘŀƪŜ ǘƘƛǎ ƳŜŘƛŎŀǘƛƻƴ ώΧϐ ōŜŎŀǳǎŜ ǘƘŜȅ ƎƛǾŜ ȅƻǳ 
ǎƻƳŜ ǉǳƛǘŜ ƘŜŦǘȅ ƳŜŘƛŎŀǘƛƻƴΣ ŀƴŘ ƛǘΩǎ ǉǳƛǘŜ ƴŀǎǘȅ ǎǘǳŦŦΣ ŀƴŘ 
L Ƨǳǎǘ ƭƛƪŜ ǘƻ ƪƴƻǿ ǘƘŜ ǿƘȅǎ ŀƴŘ ǿƘŜǊŜŦƻǊŜǎ ōŜŦƻǊŜ L Řƻ ƛǘΦέ

άaȅ ŎƻƴǎǳƭǘŀƴǘΣ ǿƘŜƴ ƘŜ Ǉǳǘ ƳŜ ƻƴ ώǎǘǊƻƴƎ ƳŜŘƛŎŀǘƛƻƴϐΧƘŜ 
went through absolutely everything, and let me make the 
ŘŜŎƛǎƛƻƴΧ LǘΩǎ ƘŀǾƛƴƎ ǘƘŀǘ ǘƛƳŜ ǘƻ ƭŜǘ ȅƻǳ ǘƘƛƴƪ ŀōƻǳǘ ƛǘΣ 
ǊŀǘƘŜǊ ǘƘŀƴ ǘŜƭƭƛƴƎ ȅƻǳΣ Ψ¸ƻǳΩǾŜ Ǝƻǘ ǘƻ Řƻ ǘƘƛǎΩΦέ

At times, some people have decided to take control of their 
own care, having not been given the opportunity to share 
decision-making with clinicians. Others described the 
psychological impact of feeling that they were not 
understood by healthcare professionals, or that they had a 
better understanding of their condition than the people 
treating them.

άL ŦŜŜƭ ƭƛƪŜ L ƘŀǾŜ ǘƻ ƳŀƪŜ Ƴȅ ƻǿƴ ŘŜŎƛǎƛƻƴǎ ŦǊƻƳ ƴƻǿ ƻƴ 
instead of just doing what the doctor says I should do, and 
I have to keep myself as informed as possible. And that 
ƳŀƪŜǎ ƳŜ ŦŜŜƭ ōŜǘǘŜǊ ōŜŎŀǳǎŜ L ŦŜŜƭ ƳƻǊŜ ƛƴ ŎƻƴǘǊƻƭΦέ

ά²ƘŜƴ L Ǝƻ ƛƴǘƻ ƘƻǎǇƛǘŀƭΣ L ŀƳ ŦǊƛƎƘǘŜƴŜŘ ōŜŎŀǳǎŜ L ƪƴƻǿ L 
ƪƴƻǿ ƳƻǊŜ ǘƘŀƴ ǘƘŜ ǇŜƻǇƭŜ LΩƳ ǎŜŜƛƴƎ ŀōƻǳǘ Ƴȅ ŘƛǎŜŀǎŜΦέ

ά¢ƘŜ ŎƻƳƳǳƴƛŎŀǘƛƻƴ ǿŀǎ Ƨǳǎǘ ǘŜǊǊƛōƭŜΦ [ƛƪŜ ǘƘŜȅ ŘƛŘƴΩǘ 
ƪƴƻǿΧǘƘŜȅ ƴŜǾŜǊ ǎŀƛŘ ǿƘŀǘ ǿŀǎ ǿǊƻƴƎ ǿƛǘƘ ƳŜΦ ¢ƘŜǊŜ 
ǿŀǎ Ƨǳǎǘ ƴƻ ŎƻƳƳǳƴƛŎŀǘƛƻƴΦέ

Support between appointments

! ǘƘŜƳŜ ƛƴ Ƴŀƴȅ ǇŜƻǇƭŜΩǎ ǊŜǎǇƻƴǎŜǎ ǿŀǎ ǘƘŜ ƛƳǇƻǊǘŀƴŎŜ ƻŦ 
being able to get information about their physical condition 
at any time ςnot at the timetable set by services. Some 
spoke of the anxiety caused by long gaps between medical 
appointments, and the lack of opportunity to ask questions 
outside these fixed timetables. 

άLǘ ƳƛƎƘǘ ǎƻǳƴŘ ǘǊƛǾƛŀƭΣ ōǳǘ L ƘŀǾŜ Ƨǳǎǘ ƻƴŜ ƻǇǇƻǊǘǳƴƛǘȅ ŀ 
year to talk to my consultant and I usually arrive stressed 
ŀƴŘ ǘƘŜƴ ǘƻǘŀƭƭȅ ŦƻǊƎŜǘ ǿƘŀǘ L ƴŜŜŘ ǘƻ ǎǇŜŀƪ ǘƻ ƘŜǊ ŀōƻǳǘΦέ

ά²ƛǘƘ Ƴȅ Ŏƻƴǎǳƭǘŀƴǘ ŀǇǇƻƛƴǘƳŜƴǘǎ ōŜƛƴƎ ǎƻƳŜ ƴƛƴŜ ƳƻƴǘƘǎ 
to a year apart, and my Specialist Nurse every six months, 
I take the opportunity to ask about stuff that has occurred 
ǎƛƴŎŜ ǘƘŜ ƭŀǎǘ ƳŜŜǘƛƴƎΦΦΦ ώLǘΩǎϐ ƴƻǘ ŀƭǿŀȅǎ Ŝŀǎȅ ōǳǘ ƛŦ L ŘƛŘƴϥǘ 
ŀǎƪ ǘƘŜƴΣ ǘƘŜ ƻǇǇƻǊǘǳƴƛǘȅ ƛǎ ƎƻƴŜΧŀƴŘ ǘƘŀǘ ǿƻǳƭŘ ƭŜŀǾŜ ƳŜ 
ŦǊŜǘǘƛƴƎ ŀōƻǳǘ ǿƘŀǘŜǾŜǊ ƛǘ ƛǎ ŦƻǊ ƳƻƴǘƘǎΦέ

ά¢ƘŜǊŜ ŀǊŜ ŀ ŎƻǳǇƭŜ ƻŦ ǘƛƳŜǎ ǿƘŜƴ LΩǾŜ ōŜŜƴ ǘƻ ŀƴ 
ŀǇǇƻƛƴǘƳŜƴǘ ǿƘŜǊŜ ǘƘŜǊŜΩǎ Ƨǳǎǘ ƘŀŘ ǘƻƻ ƳǳŎƘ ǘƻ ǎŀȅΣ ŀƴŘ 
then -LΩǾŜ ƎƻƴŜ ǿƛǘƘ ŀ ƭƛǎǘ ςŀƴŘ ƘŜΩǎ Ƨǳǎǘ ǘŀƪŜƴ ƻǳǘ ǘƘŜ 
ǘƘƛƴƎǎ ƘŜ ŎƻǳƭŘ ŘŜŀƭ ǿƛǘƘΣ ŀƴŘ LΩǾŜ ŎƻƳŜ ƻǳǘ ǘƘƛƴƪƛƴƎΣ 
Ψ!ŎǘǳŀƭƭȅΣ L ǿŀƴǘŜŘ ǘƻ ŘŜŀƭ ǿƛǘƘ ǘƘŀǘ ƻƴŜΦΩέ

ά5ŀȅ ǘƻ ŘŀȅΣ ȅƻǳΩǊŜ ƭƛǘŜǊŀƭƭȅ ƻƴ ȅƻǳǊ ƻǿƴΦέ

ά²ƘŜƴ ȅƻǳΩǊŜ ŘƛǎŎƘŀǊƎŜŘ ŦǊƻƳ ƘƻǎǇƛǘŀƭΧȅƻǳΩǾŜ Ǝƻǘ ǘƻ 
live with this condition that will affect your entire life. 
!ƴŘ ǘƘŜǊŜΩǎ ŀ ŎƻƳǇƭŜǘŜ ŘǊƻǇ ƻŦŦ ώƻŦ ŎŀǊŜϐΦέ

Others gave examples of the kind of support they 
would like between appointments, or of help they had 
received that met that need ςfor example someone who 
understood their condition that they could call at any time. 

ά! ǎǇŜŎƛŀƭƛǎǘ ƴǳǊǎŜ ŀǘǘŀŎƘŜŘ ǘƻ ȅƻǳ ǿƻǳƭŘ ōŜ ǳǎŜŦǳƭΣ 
ǎƻƳŜƻƴŜ ȅƻǳ ŎƻǳƭŘ ǇƘƻƴŜ ŦƻǊ ŀŘǾƛŎŜ ŀƴŘ ǎǳǇǇƻǊǘΦέ

ά¢ƘŜȅ ώǘƘŜ tŀǊƪƛƴǎƻƴΩǎ ƴǳǊǎŜǎϐ ǿŜǊŜ ŀƭƳƻǎǘ ōŜǘǘŜǊ ǘƘŀƴ ǘƘŜ 
doctors because you could ring them up at any time and 
ǘƘŜȅΩǊŜ ǘŜǊǊƛōƭȅ ƪƴƻǿƭŜŘƎŜŀōƭŜ ōŜŎŀǳǎŜ ǘƘŜȅ Ƨǳǎǘ ŘŜŀƭ ǿƛǘƘ 
tŀǊƪƛƴǎƻƴΩǎΦέ

άaŀƪŜ ƛǘ ŎƭŜŀǊ ȅƻǳǊ ŘƻƻǊ ƛǎ ŀƭǿŀȅǎ ƻǇŜƴΣ ŀƴŘ ƪŜŜǇ ƛƴ ǊŜƎǳƭŀǊ 
contact particularly at the beginning until you both feel 
ŎƻƳŦƻǊǘŀōƭŜ ǿƛǘƘ Ƙƻǿ ƻŦǘŜƴ ȅƻǳ ŎƻƴǘŀŎǘ ŜŀŎƘ ƻǘƘŜǊΦέ

Small gestures of care

άWǳǎǘ ǎƛƳǇƭȅ !ǎƪ Iƻǿ L !Ƴ 
feeling/coping with my mental 
health on a regular basis ςto know 
someone cares means a great deal 
ŀƴŘ Ŏŀƴ ōŜ ƛƳƳŜƴǎŜƭȅ ǎǳǇǇƻǊǘƛǾŜΦέ 

άtŜƻǇƭŜ ǿƛƭƭ ŦƻǊƎŜǘ ǿƘŀǘ ȅƻǳ ǎŀƛŘΦ tŜƻǇƭŜ ǿƛƭƭ ŦƻǊƎŜǘ ǿƘŀǘ 
you did. But people will never forget how you made them 
ŦŜŜƭΦέ (Maya Angelou)
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Lƴ [ŀōƻǳǊǎ ƻŦ [ƻǾŜΣ ƘŜǊ ƛƴǾŜǎǘƛƎŀǘƛƻƴ ƛƴǘƻ ǘƘŜ ΨŎǊƛǎƛǎ ƻŦ ŎŀǊŜΩ 
in the UK, Madeleine Bunting refers to the importance of 
small gestures of care ςthings as simple as a smile from a 
ŘƻŎǘƻǊ ƻǊ ŀ ƭŜǎǎ ŦƻǊƳŀƭ ΨIƻǿ ŀǊŜ ȅƻǳ ŘƻƛƴƎΚΩ ŀǘ ǘƘŜ ǎǘŀǊǘ ƻŦ 
an appointment. They might not have prevented the long-
term condition from having an emotional impact, but they 
did help people get through the day, especially when they 
were unwell. Many of the people we spoke to reflected this 
ǾƛŜǿΣ ŀƴŘ ǘƘŜȅ ƴƻǘƛŎŜŘ ǿƘŜƴ ŎƭƛƴƛŎƛŀƴǎ ƳŀŘŜ όŀƴŘ ŘƛŘƴΩǘ 
make) small gestures of care.

ά¢ƘŜ Ŏƻƴǎǳƭǘŀƴǘ LΩǾŜ Ǝƻǘ ƴƻǿ ƛǎ ŦŀǊ ƳƻǊŜ ǇŜǊǎƻƴŀōƭŜΦ IŜΩƭƭ 
ƻǇŜƴ ǘƘŜ ŎƻƴǾŜǊǎŀǘƛƻƴ ǿƛǘƘΣ ΨIƻǿ ŀǊŜ ȅƻǳ ƎŜǘǘƛƴƎ ƻƴΚΩέ 

άLŦ L ǎŜŜ ŀ ŎƭƛƴƛŎƛŀƴ ǿƘƻ ƭƛǎǘŜƴǎ ǘƻ Ƴȅ ŎƻƴŎŜǊƴǎΣ ƻŦŦŜǊǎ 
suggestions and enquires about how I am coping, then I feel 
supported and positive. Sadly, this has not always been my 
ŜȄǇŜǊƛŜƴŎŜ ŀƴŘ ǘƘŜƴ L ŦŜŜƭ ŦǊǳǎǘǊŀǘŜŘ ŀƴŘ ƭŜǘ ŘƻǿƴΦέ

άLǘΩǎ ƛƳǇƻǊǘŀƴǘ ǘƘŀǘ ǇŜƻǇƭŜ ŦŜŜƭ ǘƘŀǘ ǘƘŜȅΩǊŜ ƘŜŀǊŘ ŀƴŘΣ 
ȅƻǳ ƪƴƻǿΣ Ƨǳǎǘ ƎŜǘ ǎƻƳŜ ǾŀƭƛŘŀǘƛƻƴ ǘƘŀǘ ǎƻƳŜƻƴŜΩǎ ǘŀƪŜƴ 
ǘƘŜƳ ǎŜǊƛƻǳǎƭȅΦέ

άL ǘƘƛƴƪ ŀ ƭƻǘ ƻŦ ƛǘ ƛǎ ǘƛƳŜΦ L ƪƴƻǿ ǘƘŀǘ ǘƘŜȅ ƘŀǾŜƴΩǘ Ǝƻǘ ŀƴ 
awful lot of time to go through everything, but some 
medical people are better at it than others. Some will listen 
to you and make you feel valued for doing that, and others 
Ƨǳǎǘ ŀƭƳƻǎǘ ǘŀƭƪ ƻǾŜǊ ȅƻǳ ŀƴŘ Řƻ ǿƘŀǘ ǘƘŜȅ ƘŀǾŜ ǘƻ ŘƻΧ 
¢ƘŀǘΩǎ ǊŜŀƭƭȅ ŦǊǳǎǘǊŀǘƛƴƎΦ ¸ƻǳ ƪƴƻǿΣ ǘƘŜȅ ƳŀƪŜ ȅƻǳ ŦŜŜƭ 
ǉǳƛǘŜ ǎƳŀƭƭΦέ

ά¢ƘŜ ƻƴŜǎ ǘƘŀǘ ǊŜŀƭƭȅ ǎǘƻƻŘ ƻǳǘ ǊŜŀƭƭȅ Ƨǳǎǘ ƭƛƪŜ ǘƻƻƪ ǘƘŜ ǘƛƳŜΣ 
ŜǾŜƴ ƛŦ ƛǘ ǿŀǎƴΩǘ ŀ ƭƻǘ ƻŦ ǘƛƳŜΣ ǘƻƻƪ ǘƘŀǘ ƭƛǘǘƭŜ ōƛǘ ƻŦ ǘƛƳŜ ǘƻ 
explain something or, you know, express some 
understanding of what I was experiencing. And obviously 
ǘƘŜǊŜ ǿŀǎ ŀ ƭƻǘ ƻŦΧ ŘƛǎŎǳǎǎƛƻƴǎ ΨǎƘƻǳƭŘ ǿŜ Řƻ ǘƘƛǎΣ ǘƘŀǘ ƻǊ 
the other and what are the consequences and implications 
ƻŦ ƎƻƛƴƎ Řƻǿƴ ǘƘƻǎŜ ǾŀǊƛƻǳǎ ǊƻǳǘŜǎΩΣ ŀƴŘ Ƨǳǎǘ ǘŀƪƛƴƎ ǘƘŜ 
ǘƛƳŜ ǘƻ ǘŀƭƪ ǎƻƳŜ ƻŦ ǘƘƻǎŜ ǘƘƛƴƎǎ ǘƘǊƻǳƎƘΧ Wǳǎǘ ōŜƛƴƎ 
given time and understanding and it just really seemed 
ƭƛƪŜ ǘƘŜȅ ŎŀǊŜŘΦέ

ά¢ƘŜ Ŏƻƴǎǳƭǘŀƴǘ ǿƘƻ ƻǇŜǊŀǘŜŘ ƻƴ ƳŜ ƘŀǇǇŜƴŜŘ ǘƻ ōŜ ǘƘŜǊŜ 
ŀƴŘ Ƨǳǎǘ ƳŀŘŜ ǘƛƳŜ ǘƻ ǎŜŜ ƳŜ ŀƴŘ ƭƛǘŜǊŀƭƭȅ ǎǇŜƴǘΣ L ŘƻƴΩǘ 
ƪƴƻǿΣ ƘŀƭŦ ŀƴ ƘƻǳǊ ƻǊ пр ƳƛƴǳǘŜǎ ǿƛǘƘ ƳŜ ŜǾŜƴ ǘƘƻǳƎƘΧ 
L ǿŀǎƴΩǘ ǎŎƘŜŘǳƭŜŘ ǘƻ ǎŜŜ ƘƛƳ ƻǊ ŀƴȅǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘΦ {ǘǳŦŦ 
ƭƛƪŜ ǘƘŀǘ ǿŀǎ Ƨǳǎǘ ŀƳŀȊƛƴƎΦέ
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The people we spoke to had accessed a range of forms of 
support for their emotional health, from informal help 
from friends and family to treatment from health and care 
services. The most frequently reported types of formal 
support were talking therapies and medication. Others 
had received help from community mental health services, 
inpatient care, support groups, alternative therapies and 
from their GP. Many people reported a combination of 
informal and formal support. During the pandemic, 
informal support has included being part of a family 
ΨōǳōōƭŜΩ ŀƴŘ ǘƘŜ ǳǎŜ ƻŦ ŘƛƎƛǘŀƭ ǘŜŎƘƴƻƭƻƎȅ ǘƻ ǎǘŀȅ ƛƴ ǘƻǳŎƘ 
with both personal, community and service contacts.

No one form of support was universally helpful. Likewise, 
none was universally unhelpful: once again, pointing to 
ǘƘŜ ŎƻƴŎƭǳǎƛƻƴ ǘƘŀǘ ǘƘŜǊŜ ƛǎ ƴƻ ΨƻƴŜ ǎƛȊŜ Ŧƛǘǎ ŀƭƭΩ ǎƻƭǳǘƛƻƴΦ 
More important than the form of support was whether 
the person providing it had insight into what it was like 
to live with a long-term condition. Several people drew 
a connection between this insight and their more helpful 
(or unhelpful) experiences of receiving emotional support.

ά! ǎǘǊƻƴƎ ƳŀǊǊƛŀƎŜΣ ŀ ŘŀǳƎƘǘŜǊ ǿƘƻΩǎ ŦƻǊƳŜŘ ŀ ōǳōōƭŜΣ 
online communities on Zoom, church and family, 
!ǊǘƘǊƛǘƛǎ !ŎǘƛƻƴΦέ

άL ŦƻǳƴŘ ǘƘŜ ƳƻǊŜ ȅƻǳ ǘŀƭƪ ŀōƻǳǘ ƛǘ ŀƴŘ ŀŎƪƴƻǿƭŜŘƎŜ ƛǘΣ 
the easier it is to control and to have as part of your life 
ŀƭƻƴƎǎƛŘŜ ǿƘŀǘ ȅƻǳΩǊŜ ŘƻƛƴƎΦέ

Commonly cited elements of what an effective system of 
ǎǳǇǇƻǊǘ ŦƻǊ ǇŜƻǇƭŜΩǎ ŜƳƻǘƛƻƴŀƭ ǿŜƭƭōŜƛƴƎ ŀƴŘ ƳŜƴǘŀƭ 
health included:

Å Making emotional support a standard part of care for 
their long-term condition

Å Psychological interventions

Å Joined-up mental and physical healthcare

Å A holistic, whole-person approach

Å Being offered help proactively, not having to search 
for support

Å Peer support

Å Opportunities to give support to others

Å Help for carers and family members

Å Making emotional support a standard part of care

Many participants emphasised the importance of 
integrating emotional support with long-term condition 
care ςas an intrinsic and standard feature of the service 
rather than an add-on or something they would have to 
look for elsewhere.

Emotional health support for people living with 
long-term conditions

The support people found most helpful was that 
which came from a peer or professional who understood 
their specific long-term conditions and the challenges 
these presented.

A strong call from the people we spoke to was for 
health and care professionals to ask them about how they 
are feeling as a routine enquiry. Rather than waiting for 
them to disclose distress, they wanted to be asked on a 
regular basis as a normal part of the care they receive for 
their condition.

άL ŦŜŜƭ ƛǘ ǿƻǳƭŘ ƳŀƪŜ ŀ ƘǳƎŜ ŘƛŦŦŜǊŜƴŎŜ ǘƻ ŀ Ŏƻƴǎǳƭǘŀǘƛƻƴ 
ƛŦ ŀ Ŏƻƴǎǳƭǘŀƴǘ ǎŀƛŘ ǘƻ ƳŜ ƻǊ ŀ ǊŜƎƛǎǘǊŀǊΣ ȅƻǳ ƪƴƻǿΣ ΨIƻǿ 
ŀǊŜ ȅƻǳ ŦŜŜƭƛƴƎΚ Iƻǿ ŘƻŜǎ ƛǘ ŀŦŦŜŎǘ ȅƻǳ ŜƳƻǘƛƻƴŀƭƭȅΚΩ ²ŜƭƭΣ 
L ƳŜŀƴ ƻōǾƛƻǳǎƭȅ ǘƘŜǊŜΩǎ ƴƻǘƘƛƴƎ ǘƘŜȅ Ŏŀƴ Řƻ ŀōƻǳǘ ǘƘŀǘΣ 
ōǳǘΧŀǎ ǎƻƻƴ ŀǎ ǎƻƳŜƻƴŜ ŀǎƪǎ ȅƻǳ Ƙƻǿ ȅƻǳΩǊŜ ŦŜŜƭƛƴƎΣ 
Ƙƻǿ ȅƻǳΩǊŜ ŘƻƛƴƎ ŜƳƻǘƛƻƴŀƭƭȅΣ ȅƻǳ ŎƭƻǎŜ ŀ ƎŀǇΦέ

One participant noticed that their doctor started asking 
ǘƘŜƳ ΨƘƻǿ ŀǊŜ ȅƻǳΚΩ ǿƘŜƴ ǘƘŜȅ ƘŀŘ ŀ ŎƻƴǎǳƭǘŀǘƛƻƴΦ !ǘ 
first, they did not understand why, but they grew over 
time to appreciate the question.

Participants felt that routine enquiry should occur at 
ŀƭƭ ǎǘŀƎŜǎ ƻŦ ŀ ǇŜǊǎƻƴΩǎ ƧƻǳǊƴŜȅΣ ƴƻǘ Ƨǳǎǘ ŜŀǊƭȅ ƻƴ ǿƘŜƴ 
they are receiving a diagnosis. Some felt this should be 
formalised, while others felt it should happen within 
appointments with physical healthcare professionals.

ά²Ŝ ǎƘƻǳƭŘ ŀƭƭ ƎŜǘ ŀ ǊŜƎǳƭŀǊ ǎƛȄ ƳƻƴǘƘƭȅκŀƴƴǳŀƭ 
appointment to discuss any [mental health] issues we 
have. If we have an urgent need that appointment should 
ōŜ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘ ǿŜ Ŏŀƴ ōǊƛƴƎ ŦƻǊǿŀǊŘΦ LǘΩǎ ŀ ƳŀǎǎƛǾŜƭȅ 
ƴŜƎƭŜŎǘŜŘ ŀǊŜŀ ƻŦ ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘ ŎƻƴŘƛǘƛƻƴǎΦέ

Some noted that this remained important throughout a 
ǇŜǊǎƻƴΩǎ ƭƛŦŜΣ ƛƴŎƭǳŘƛƴƎ ǘƻǿŀǊŘǎ ǘƘŜ ŜƴŘΥ ǘƘŀǘΣ Ƨǳǎǘ ōŜŎŀǳǎŜ 
ǎƻƳŜƻƴŜΩǎ ŎƻƳƛƴƎ ǘƻ ǘƘŜ ŜƴŘ ƻŦ ǘƘŜƛǊ ƭƛŦŜΣ ŜƛǘƘŜǊ ǘƘǊƻǳƎƘ 
ƻƭŘ ŀƎŜ ƻǊ ōŜŎŀǳǎŜ ƻŦ ŀ ŎƻƴŘƛǘƛƻƴ ŘŜǘŜǊƛƻǊŀǘƛƻƴΣ ŘƻŜǎƴΩǘ 
mean that emotional health should be ignored. 

A common theme among many participants was the 
importance of emotional support from someone who 
understood their condition, and the effects this might 
have on their mental as well as physical health.

4.
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ά¢ƘŜǊŜ ǿŜǊŜ ŀ ŦŜǿ ǘƛƳŜǎ ǿƘŜƴ L ǘƘƻǳƎƘǘ LΩŘ ƭƻǾŜ ǘƻ Ƨǳǎǘ 
ǎǇŜŀƪ ǘƻ ƻƴŜ ƻŦ ǘƘŜ ƴǳǊǎŜǎΦ LΩŘ ƭƻǾŜ ǘƻ ƎŜǘ ǎƻƳŜ ǎǳǇǇƻǊǘ 
from somebody in [department specialising in my condition] 
who could just understand to some extent physically what 
I was experiencing and then also have some appreciation 
of the impact that was having mentally and why, and 
that would have been a lot more helpful than the crisis 
ǘŜŀƳ ǎŀȅƛƴƎΣ ȅƻǳ ƪƴƻǿΣ ΨhƘ ǘǊȅ ŀƴŘ Řƻ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘ 
ȅƻǳ ŜƴƧƻȅΦΩέ

ά.ǳǘ ǿƘŜƴ L Řƻ ƎŜǘ ǘƻ ǎŜŜ ƻƴŜ ƻŦ ǘƘŜ ώǎǇŜŎƛŀƭƛǎǘϐ ƴǳǊǎŜǎΣ 
ǘƘŜ ƻƴŜ ǘƘŀǘ L ǎŜŜ ƛǎ ŀŎǘǳŀƭƭȅ ǾŜǊȅ ƎƻƻŘ ŀƴŘ ǎƘŜΩǎ ǇǊƻōŀōƭȅ 
actually the first person who recognised the link between 
having anxiety and having the illness, and I was able to 
ǘŀƭƪ ǘƻ ƘŜǊ ŀōƻǳǘ ǘƘŀǘΦέ

Psychological interventions

Academic research has shown that talking therapies, and 
particularly CBT, can improve the symptoms of depression 
in people with long-term conditions (Dickens et al., 2013; 
Chilcot & Hudson, 2018).

The NHS in England has recognised this and in recent years 
it has expanded the Improving Access to Psychological 
Therapies (IAPT) programme to more people with long-
ǘŜǊƳ ŎƻƴŘƛǘƛƻƴǎ ǘƘǊƻǳƎƘ ŀƴ ŀŘŀǇǘŜŘ ΨǇŀǘƘǿŀȅΩ όbI{ 
England, 2018). 

Approximately 50% of the people we spoke to had accessed 
support specifically for their emotional wellbeing. Views 
about how helpful these had been were mixed.

ά.ŜŦƻǊŜ ǘǊŀƴǎǇƭŀƴǘΣ L ŘƛŘ ǎŜŜ ŀ ŎƻǳƴǎŜƭƭƻǊΦ {ƘŜ ǿŀǎ ŀ ƘŜƭǇΣ 
but I still struggled. Going to see a counsellor on a certain 
day when I was poleaxed with kidney failure was impossible 
ŀǘ ǘƛƳŜǎ ǿƘŜƴ L ǿŀǎ ǎƻ ŎǊƛǇǇƭƛƴƎƭȅ ǘƛǊŜŘΦέ

Some participants described long waiting times to get 
access to talking therapy.

άwŜŦŜǊǊŜŘ ǘƘǊƻǳƎƘ L!t¢ мн ƳƻƴǘƘǎ ŀƎƻ ŀƴŘ ǎǘƛƭƭ ǿŀƛǘƛƴƎ ŦƻǊ 
ƛƴƛǘƛŀƭ ŀǇǇƻƛƴǘƳŜƴǘ ŦƻǊ /.¢Φέ

ά/.¢ ǿŀǎ ƛǘǎ ƴŀƳŜ L ǘƘƛƴƪΦ wŜŦŜǊǊŜŘ aŀȅ ƭŀǎǘ ȅŜŀǊΦ tƘƻƴŜ 
conversation, questions, etc (July 2019). Told that in a 
matter of months I would be contacted [in] February 2020 
but lockdown loomed. I had eight phone conversations, 
ƳƻŘŜǊŀǘŜƭȅ ƘŜƭǇŦǳƭΦέ

Some participants described going private for therapy, 
either as an alternative to NHS provision or because there 
was nothing else available.

άL ƘŀǾŜ ǇǳǊǎǳŜŘ ŎƻǳƴǎŜƭƭƛƴƎ ƻǾŜǊ ǘƘŜ ȅŜŀǊǎΣ ōǳǘ ƛǘ Ƙŀǎ ŀƭǿŀȅǎ 
ōŜŜƴ ǇǊƛǾŀǘŜ ŀƴŘ ǘƘŜǊŜŦƻǊŜ ƭƛƳƛǘŜŘ ōȅ ŎƻǎǘΦέ

άtǎȅŎƘƻŀƴŀƭȅǎǘΣ ǇǊƛǾŀǘŜƭȅ ŦǳƴŘŜŘΦ ¢Ƙƛǎ ƛǎ ǘƘŜ ƻƴƭȅ ǊŜŀƭ 
and effective help I've received on emotional/mental 
ƘŜŀƭǘƘ ƛǎǎǳŜǎΦέ

Discussing access to mental health support also brought 
up potential issues with (and for) family members. One 
participant, for example, wanted to be able to access 
talking therapies without their family knowing:

άIŀǾƛƴƎ ŀ ŎƻǳƴǎŜƭƭƻǊ L ŎƻǳƭŘ ǘŀƭƪ ǘƻ ǇǊƛǾŀǘŜƭȅΣ ǿƛǘƘƻǳǘ 
ƛƳƳŜŘƛŀǘŜ ŦŀƳƛƭȅ ƪƴƻǿƛƴƎΦ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ ǿƻǊǊȅ κ ǳǇǎŜǘ 
ǘƘŜƳ ōȅ ƪƴƻǿƛƴƎ L ǎǘǊǳƎƎƭŜ ǎƻƳŜǘƛƳŜǎΦέ

And a carer we spoke to talked about wishing they had 
some talking therapy skills themselves: 

άLǘϥǎ Ƨǳǎǘ ƘŀǊŘ ǘƻ ƪƴƻǿ ƛŦ L ŀƳ ŀǇǇǊƻŀŎƘƛƴƎ ǘƘƛƴƎǎ ǘƘŜ ǊƛƎƘǘ 
ǿŀȅΦ L ŦŜŜƭ L ƴŜŜŘ ŀ ŎǊŀǎƘ ŎƻǳǊǎŜ ƛƴ ŎƻǳƴǎŜƭƭƛƴƎΗέ

Not all offers of help were for psychological therapies, 
however. Some participants described getting help directly 
from their GP for their mental health.

άwŜƎǳƭŀǊ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ŎƘŜŎƪǎ ǿƛǘƘ Ƴȅ Dt ǿƘƛŎƘ ƛǎ ǾŜǊȅ 
useful. I have sometimes been prescribed anti-depressants 
ǿƘƛŎƘ ƘŀǾŜ ǿƻǊƪŜŘ ŦƻǊ ƳŜέΦ

A small number of people spoke about having contact 
with specialist mental health services, including crisis 
teams. One participant described asking for a referral to 
a psychiatrist. She had a single appointment in which she 
was given a prescription for Valium, which she returned 
to her GP. By contrast, this participant described finding 
meditation and CBT helpful, but noted that she had had 
to find them for herself.

άwŜƴŀƭ ŎƻǳƴǎŜƭƭƛƴƎ ǘƘǊƻǳƎƘ ƘƻǎǇƛǘŀƭΧǿŀǎ ŎƻƳǇƭŜǘŜƭȅ 
unhelpful. After two sessions, I realised it was a waste of 
ǘƛƳŜ ŀǎ ǘƘŜ ŎƻǳƴǎŜƭƭƻǊ ƘŀŘ ƴƻ ƪƴƻǿƭŜŘƎŜ ƻŦ ǊŜƴŀƭ ƛǎǎǳŜǎΦέ

Joined-up care 

ά²ŜΩǾŜ Ǝƻǘ ǾŜǊȅ ƎƻƻŘ ǎŜǊǾƛŎŜǎΣ 
ōǳǘ ǘƘŜȅΩǊŜ ƴƻǘ ƛƴǘŜƎǊŀǘŜŘΦέ

Nearly ten years ago, a government policy paper noted 
ǘƘŀǘ άώǇϐatientsuniversally say they want to be treated 
ŀǎ ŀ ǿƘƻƭŜ ǇŜǊǎƻƴ ŀƴŘ ŦƻǊ ǘƘŜ bI{ ǘƻ ŀŎǘ ŀǎ ƻƴŜ ǘŜŀƳέ 
(Department of Health, 2012). This is nothing new. Yet 
the experience for too many people is still of services 
that are fragmented.
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Tiredness, anger and despair came across strongly in 
ǇŜƻǇƭŜΩǎ ƴŀǊǊŀǘƛǾŜǎ ǿƘŜƴ ǘƘŜȅ ŘŜǎŎǊƛōŜŘ ǘƘŜ ǇǊƻōƭŜƳǎ ǘƘŜȅ 
had in navigating the healthcare system. This was especially 
true for people who were living with more than one long-
term condition who, as a result, experienced discontinuity 
of care, not only between their mental and physical health, 
but also across their different physical health conditions.
Mental and physical healthcare are usually provided by 
separate services that are rarely co-ordinated. What they 
wanted was support that was co-ordinated across primary, 
secondary, community and social care.

ά¸ƻǳΩǾŜ Ǝƻǘ ǘƘŜ Dt ǎǳǊƎŜǊȅΣ ȅƻǳΩǾŜ Ǝƻǘ ǘƘŜ ƳŜƴǘŀƭ ώƘŜŀƭǘƘϐ 
ǳƴƛǘ ƻǊ ǇǊƻŦŜǎǎƛƻƴŀƭ ǇǎȅŎƘƛŀǘǊƛǎǘǎΣ ŀƴŘ ǘƘŜƴ ȅƻǳΩǾŜ Ǝƻǘ ǘƘŜ 
[physical health] specialists in the hospital, and they all 
ǿƻǊƪ ōŜŀǳǘƛŦǳƭƭȅ ǎŜǇŀǊŀǘŜƭȅ ōǳǘΧǘƘŜǊŜΩǎ ƴƻ ŎƻƴǘƛƴǳƛǘȅΣ ǘƘŜȅ 
ŀǊŜ ƭƛƪŜ ŘƛǎǎƻŎƛŀǘŜŘ ǳƴƛǘǎΦέ

ά¢ƘŜ ƭŀŎƪ ƻŦ ƪƴƻǿƭŜŘƎŜ ŀƴŘ ƭŀŎƪ ƻŦ ƧƻƛƴŜŘ ǳǇ ŎŀǊŜ ƭŜŀŘǎ ǘƻ 
ŦǊǳǎǘǊŀǘƛƻƴ ŀƴŘ ŘŜǎǇŀƛǊ ŀǘ ǘƛƳŜǎΦέ

ά¢ƘŜǊŜ ǿŀǎ ƴƻ Ŏƻƴǘƛƴǳƛǘȅ ƛƴ ŎŀǊŜ ώΧϐ ŜǾŜǊȅǘƘƛƴƎ ǿŀǎ ƛƴ ōƛǘǎΦέ

This is a view that was shared by some healthcare 
ǇǊƻŦŜǎǎƛƻƴŀƭǎΣ ƻƴŜ ƻŦ ǿƘƻƳ ǘƻƭŘ ǳǎΥ άL ŦŜŜƭ ǘƘŀǘ ƛǘ ƛǎ 
important to have the social/psychological staff embedded 
in the long-term conditions teams. Referring to outside 
agencies who have a different focus and criteria often 
ƭŜŀŘǎ ǘƻ ǇŜƻǇƭŜ ƴƻǘ ǊŜŎŜƛǾƛƴƎ ǘƘŜ ǎǳǇǇƻǊǘ ǘƘŜȅ ƴŜŜŘΦέ 

Holistic/personalised approach

The people we spoke to felt the traditional medical model, 
in which body and mind are seen as separate, was 
unhelpful. Many felt like their mental health had a very 
limited place in their interactions with the doctors and 
nurses supporting them; and, equally and oppositely, they 
ŦŜƭǘ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ǇǊƻŦŜǎǎƛƻƴŀƭǎ ƎŜƴŜǊŀƭƭȅ ŘƛŘƴΩǘ ǳƴŘŜǊǎǘŀƴŘ 
the ways in which their emotional health interacted with 
their physical health. 

More holistic models of care were preferred. This is 
especially true for people who are living with more than 
one long-term condition and who, as a result, experience 
discontinuity of care, not only between their mental and 
physical health, but also between their different physical 
health conditions.

άLΩƳ ǘƘŜ ƻƴƭȅ ǇŜǊǎƻƴ ƭƻƻƪƛƴƎ ŀǘ ƳŜ ŀǎ ŀ ǿƘƻƭŜΦέ

άL ƘŀǾŜ ƘŀŘ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ǇǊƻōƭŜƳǎ ǎƛƴŎŜ ōŜŦƻǊŜ Ƴȅ ƭƻƴƎ-
term physical conditions developed. It is difficult to separate 
the fluctuation intrinsic to my mental health problems from 
ǘƘŜ ŜŦŦŜŎǘ ƻŦ Ƴȅ ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘ ƻƴ Ƴȅ ƳŜƴǘŀƭ ƘŜŀƭǘƘΦέ

άƛŦ ǘƘŜ ŎƭƛƴƛŎƛŀƴ ǎŜŜǎ ǘƘŜ ǇǊƻōƭŜƳ ƻƴƭȅ ǿƛǘƘƛƴ ǘƘŜ ŎƻƴǘŜȄǘ 
of his discipline, they don't see the whole me, living with 
ƭƻǘǎ ƻŦ ŎƻƴŘƛǘƛƻƴǎΦέ

ά¢ƘŜ ƛƴǘŜǊŀŎǘƛƻƴ ǘƘŀǘ ƎƻŜǎ ƻƴ ōŜǘǿŜŜƴ Ƴȅ ƳƛƴŘ ŀƴŘ ōƻŘȅ ƛǎ 
two-way. So, for me, I very much enjoy working with 
ǇǊŀŎǘƛǘƛƻƴŜǊǎ ǿƘƻ ǘŀƪŜ ŀ ƳƻǊŜ ƘƻƭƛǎǘƛŎ ŀǇǇǊƻŀŎƘΦέ

άLΩǾŜ ōŜŜƴ ǘƻƭŘ ƛƴ ƘƻǎǇƛǘŀƭΣ Ψ¢ƘŀǘΩǎ ŀ ŘƛŦŦŜǊŜƴǘ ǇǊƻōƭŜƳΣ 
ǿŜ ŘƻƴΩǘ ŘŜŀƭ ǿƛǘƘ ǘƘŀǘΦΩέ

Being offered support instead of having to go out and find it
There was a view from many participants that the health 
system is increasingly expecting the patient to be proactive 
in help-seeking, especially for their mental health.

People felt that, if they did want extra support, they would 
need to ask for it proactively, and this was a barrier to 
disclosing distress. Often the times when people felt like 
they most needed emotional support, they were too ill or 
exhausted to go looking for it, especially when they 
perceived that they would have to fight for anything more 
than what they were already receiving. 

ά!ǎƪ ƳŜ Ƙƻǿ L ŀƳ ƳŜƴǘŀƭƭȅ ŀǘ ŜǾŜǊȅ ƳŜŘƛŎŀƭ ŀǇǇƻƛƴǘƳŜƴǘ 
and check-ǳǇΦΦΦ Ψ/ŀƴ ǿŜ ƎŜǘ ȅƻǳ ŀƴȅ ƘŜƭǇΣ ŀŘǾƛŎŜΣ 
ƎǳƛŘŀƴŎŜΚΩ Lǘ ǎƘƻǳƭŘ ōŜ ǊƻǳǘƛƴŜΦ ¢ƘŜƴ L ƳƛƎƘǘ ŦŜŜƭ 
comfortable saying that, yes, I could do with having a 
chat with someone or attending a group session with 
ƻǘƘŜǊ ǇŜƻǇƭŜΦ L ƘŀǾŜ ƎƻƻŘ ŦŀƳƛƭȅ ϧ ŦǊƛŜƴŘǎ ōǳǘ ƛǘΩǎ ƘŀǊŘ 
ŦƻǊ ǘƘŜƳ ǘƻ ǳƴŘŜǊǎǘŀƴŘ ŀƭƭ ƻŦ ǘƘŜ ǘƛƳŜΦέ

ά!ƭƭ ǘƘŜǎŜ ǘƘƛƴƎǎ ŀǊŜ ƻǳǘ ǘƘŜǊŜΣ ōǳǘ ŀǘ ǘƘŜ ƳƻƳŜƴǘΣ ȅƻǳ ƘŀǾŜ 
to go and find it yourself. Better signposting is needed so 
that patients get the support they need when they need it 
at diagnosis. More acknowledgment of the mental health 
ŀǎǇŜŎǘǎ ƻŦ ƭƛǾƛƴƎ ǿƛǘƘ ŀ ǇǊƻƎǊŜǎǎƛǾŜ ŎƻƴŘƛǘƛƻƴΦέ

Some spoke of the need for advocacy support for when 
they were less able to seek help but may need it most 
acutely. 

άLΩƳ ŦŜŀǊŦǳƭ ŦƻǊ ǘƘŜ Řŀȅ ǿƘŜƴ L ŎŀƴΩǘ ŀŘǾƻŎŀǘŜ ŦƻǊ ƳȅǎŜƭŦΣ 
ǿƘŜƴ L ŎŀƴΩǘ ŎƻǇŜΣ ŎŀƴΩǘ ōŜ ƳŜƴǘŀƭƭȅ ŀǎ ǎǘǊƻƴƎ ŀǎ L ƘŀǾŜ 
ƭŜŀǊƴŜŘ ǘƻ ōŜΦέ




































