Ask How | Am

Supporting emotienakhealth
among people living with
long-term conditions

Nafional
Voices

Centre for p
Mental Health




Acknowledgments

This report was sensitively researched by Jo Wilton, and faithfully written by Andy Bell, both at Centre
for Mental Health. Dr CharlottAugst Chief Executive at National Voices, first had the idea to explore

the long and porous line between physical and mental ill health. The whole National Voices team
supported the development of the report from inception to launch. Special thanks to Dr Rebecca
Steinfeld, Head of Policy, Ella Wright, Policy and Insight Officer, and the National Voices Communicatior
Team, Charles Howgego and Rosie Moffat, who together with Alethea Joshi at Centre for Mental Health
planned the launch of the report. We are grateful to Kate Fitch, Freelance Consultant, who managed the
project, expertly liaising between project partners and funders.

Special thanks to the following, without whose financial support and, more importantly, thoughtful input throughout the
project, this work would not have been possible:

Arthritis Working with British Heart
ACTION Foundation

HeatherBaumohiJohnson Jessic® Q/ hhdzl SamuabDick,
and SaralGudgin LeilaReyburn Mind British Heart Foundation

é DEMENTIA
CHANGE

MACMILLAN DIABETES UK NETWORK
CANCER SUPPORT KNOW DIABETES. FIGHT DIABETES g
George Holleyoore, Nikki Joule, Diabetes UK lan McCreath, Dementia
Macmillan Cancer Support Change Action Network
. Impact
&L Independent onUrban
= Age Health
ChitSelvarajatand Phil Mawhinney, Jen TayleWatt, Impact on Urban Health,
Independent Age LI NI 2F Ddz2Qa lyR {(® ¢K2YlIaQ C2dz/RI

Finally, we would especially like to thank the people who took part in the surveys, interviews and stakeholder events, who
gave us their time, their experiences and their reflections. This report is a tribute to their tenacity, generosity drid. insig



Summary

Mental and physical health are closely related. People whaPeople had accessed a range of forms of support for their
live with longterm physical conditions are twice as likely to emotional health, from informal help from friends and
have poor mental health as those who do not. Before the family to treatment from health and care services. No one

COVIBL9 pandemic, orhird of people with a londerm

condition also had a mental health problem, and for peopled AT S FA G &

with multiple longterm conditions the chances of having
poor mental health are greater still. It is highly likely that
this has increased further during the CON®Dpandemic.
Many of the people who have been classed as clinically
vulnerable or extremely clinically vulnerable during the
crisis have longerm conditions. The dajo-day realities
2F aKAStRAYy3 KIS KFR |
social and work lives disrupting their medical care and
access to support while creating new heatttated
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
longterm conditions, their family members and the
healthcare professionals who work with them, to
understand the relationships between having a ldagnm
AfftySaa yR LIS2LX SQa
YR G2 ARSY(GATEe gl ea
and outcomes. We found that:
Havingalongi SNY O2y RAGAZ2Y

in a number of ways, including coming to terms with the
illness and its effects; living with it da&y-day, and for

LIN @ &kiggozyidional Fuppdroaistariigid pais 2 LI S Q&
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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 losigrm condition.

Key elements of an effective system of support for

LIS2L)X SQa Sy2iAaz2ytft gStftoSAy3
K2Y

of care for their longerm condition; psychological

interventions; joinedup mental and physical healthcare;

a holistic, wholeperson 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

SY 2 ( A Reyiveeh medigaRappoifityients;istraiaes tefatbrhipg 3 =
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the support that is available; a belief that the NHS and its
staff are already oveburdened; mental health stigma and

I F F S O discrimidatian, dn@pesiouy iy expgefienc&sDf getting

mental health support.

many years; the burden of having to go through repeated As a result of these findings, this report has one
appointments, treatments and procedures; and the effects overarching call to actiolAsk How | AmThat means all

2y LIS2LX SQa
t S2L)X SQa SELISNASYyOSa
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
LIS2 LY SQ&a SELISNASYyOSa

1aSota 2F LIS2LX SQa
undermined their emotional wellbeing. Key aspects of
care for a longerm condition that people found helpful
(or would have liked) for their mental health included:

NBf I (A 2y aKA LJa dhealthcare practitioners and services working with people

living with longterm physical conditions to show care and

I NA Sddmpas3ioRimaRtheyf BterdcBonskandyfodakdeSexry) 2 F

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 letegm

'y R y&&iRans. W&dlsy @y thatdh® prdssuies o wiorking

in health and care services often make this difficult; and

LIK & & A Ometer mofeIsd tiiak ddilindldhd i6 theliakedidh &f §1& LISR 2

pandemic. Many healthcare practitioners are currently
exhausted and overstretched. Some are traumatised and
experiencing their own mental health challenges. Short

continuity of care over time; being given information and appointment times, inadequate training and patchy

treated as a partner in their care; support and advice beingavailability of mental health services make it more

given between appointments; and small gestures ofcare RA F¥A Odzf ¢ (2 &dzZLJLI2 NI LIS2 L)X SQa
from healthcare professionals, such as asking people how

they are feeling during a consultation.



But we need to ensure compassion is universal. This is the3.
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 leegn
conditions who are dealing with the particularly difficult
ongoing and afteeffects of the pandemic.

To improve emotional support will require significant
system change. It is crucial to ensure improved mental

4.

health literacy among healthcare professionals working
with people with longterm conditions; longer appointment
times and regular holistic health checks to allow routine
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as a standard element of care, including signposting to
voluntary and community organisations providing advice,

peer support and advocacy. It also means recognising how
5.

the social and economic determinants of health affect
people living with longerm conditions.

a
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the wake of the pandemic, we emphasise the urgent need
to build a system where anyone living with a lelegm
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 longterm conditions have a sound basic
knowledge and understanding of mental health, and

of the emotional impacts of having a lotgym illness. 7.
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.

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 longerm conditions. This would 8.

Ay Ot dzZRS NBdziAy S Syl dzi NE

wellbeing alongside other issues they are facing,

beyond but connected to their clinical conditign
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 londerm conditions are already
carried out, those designing and delivering them
should ensure that emotional and other issues are
now included alongside clinical considerations.

& dzLJLJ2 NJi

6.

NHS England should explore options for increasing
appointment times for specialist loigrm 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 costeffective by improving outcomes and
reducing later costs.

NHS England should review the IAPT Programme for
longterm conditions to determine whether its current
I LILINB | OK | YR
adequately, how easily accessible it is for people with
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during the implementation phase of the NHS Long
Term Plan.

The Government should ensure that the
implementation of the COVHD9 Mental Health
Recovery Action Plan addresses the mental health

with funding allocated to support for those with
unmet needs resulting from the pandemic.

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 longterm 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.

NHS England should ensure that there is equality

of access to effective emotional support for people
with longterm 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.

Integrated Care Systems should secure adequate

the full range of longerm 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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10.

Acute and community health service providers
should ensure that all specialist care for people

living with longterm conditions includes at least

one mental health practitioner as a member of their
multidisciplinary teams. Where this is not possigle
for example in very small teams with limited caseloads
¢ a liaison model would provide access to-eall

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.

Primary Care Networks should take the opportunity to
offer mental health support close to home to people
with longterm 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.
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Introduction

Our mental and physical health are not separate, and cannatJuly 2020, for example, 37% of people who were
be kept apart. How we feel physically affects our emotionakhielding said their mental health had got worse since
wellbeing, and our emotional state, in turn, affects our the start of the lockdown (ONS, 2020b). And once again,
02R2Qa KSIfOiK®d ¢KAA Aa SaLlbidedple ond cotnmuitites witK tBe/least iésourded ayidS a &
long time. greatest adversities who have seen the biggest impacts on
their mental and physical health (Independent Sage, 2020).
When someone receives a diagnosis of a chronic condition,
GKSGKSNI AGQa G o0ANIK 2N f ReSedrbd ardylived expgergeice ot oinNd tFedzicalza S O K
Having a longerm physical illness can affect every aspect relationship between mental and physical health among
of your life: your relationships, your education, your work, people living with londerm conditions. Just as physical
and more. It means having to navigate health and social calleess, chronic pain and disability undermine mental
systems, which can often be malike and unresponsive.  health, so poor mental health takes its toll on physical
It can restrict freedom, take away life chances and choiceshealth.
and impose chronic pain.
, S0 LIR22NJ SY2(A 2 yirdeditable St £ 6 SA y 3
Across the UK, approximately 38% of people aged 16 or consequence of chronic iliness: it should be possible to
older are living with a health problem expected to last live a happy and fulfilled life with a losigrm condition
one year or more (ONS, 2020a). We know that, from first (Robinson, 2017Kraliket al., 2006; Maguire et al., 2019).
symptoms and diagnosis onwards, experiencing sustainedThis leads to the question, what do we need to do to make
periods of iliness can take a major toll on psychological this a reality? What can be done to reduce the risk of poor
wellbeing and poor psychological wellbeing can, in turn, mental health among people with lortgrm conditions,
worsen physical symptoms (Moussavi et al., 2007). Yet theand what help should be offered to prevent difficulties
emotional needs of people with loAgrm conditions from escalating?
frequently go unmet.
Our research set out to develop a clearer picture of
Before the COVHR9 pandemic, on¢hird of people with the emotional needs of people living with loterm
a longterm condition also had a mental health problem  conditions. We wanted to explore the impact of letegm
(Naylor et al., 2012), and for people with multiple lolegm A f f ySaa 2y LIS2 L) SQa LaeOoKz2f 213
conditions the chances of having poor mental health are understand what would make the most difference, in
greater still. It is highly likely that this increased further  terms of reducing this impact. And we sought to address
during the COVH29 pandemic. Many of the people who  the barriers to providing and accessing effective support.
have been classed as clinically vulnerable or extremely
clinically vulnerable during the crisis have leegm
conditions. The dayo-day realities of shielding has had
I LINPF2dzyR STFTSOU 2y LIS2L)X SQa K2YS3E a20Alft FyR @¢2N)] tAQD
it has disrupted their medical care and access to support;
and it has created new heakhtelated anxieties.

Definition of terms

Awovyz2iAazylf AYLIOGQ NBFSNE G2 I 6ARS Nry3asS 27 SEL
diagnosable common mental health problems, especially depression and anxiety. For the purposes of this p
Al 3ISYySNIfte R2SayQid NBFSNI 2 aSOSNB YSyidlt Attty
may apply to people living with these conditions alongside a physical iliness.

C2NJ GKS LlzN132asSa 2F GKAA& NBLER2NIZ WYSyidlf KSIfOGKQ
long-term condition. The terms we use reflect where possible those used by the people we spoke to.

W[ 20ySNY LIKeaAOlt KSFIftGK O2yRAGA2YyaqQ NBFSNE (G2 Iy
includes conditions such as arthritis, diabetes and heart disease, as wgll as those that are at the physical/md
KSIftGdK 02NRSNIAYSS AyOfdRRAY3I ! fT KSAYSNRAZT tF N]AY




Methodology

The priority for our research was to learn from people with The launch of the project coincided with the first COY&D

long term physical health conditions what it was like to live national lockdown. As a result, recruitment was mainly

with their illnessg its impact on their emotional wellbeing  through email newsletters and social media. This came at

and mental health, the support that was availabletothem § KS NA al 2F YAdaiay3d LIS2LX S 6K
and the support they needed. R2y Qi dzaS RAIAGIE GSOKyz2ft2380

We spent three months talking to people who were living We know that a majority of the people who responded
with longterm conditions, their family members and the ~ were members of organisations for people with letegm

health and social care professionals supporting them. conditions. This suggests that they might be more likely
By the end of this consultation, we had carried out more than average to find it helpful to be in touch with peers
than 40 hours of ongo-one interviews and more than and to be kept informed about their condition because

300 people completed our online surveys. We offered GKSBQR | OGA@Ste a2dAKIG 2dzi |y
participants a small payment in recognition of the time would allow them to do this.
and experience they were sharing with us to participate

in this project. We also spoke to family members and partners of people
with longterm conditionsg a group of people who have
The people who took part in the research had a wide emotional needs in their own right, as well as being an

range of diagnoses, with approximately 40% living with  important part of the support network of people living
more than one longerm condition. Diagnoses included:  with longterm conditions.

A Autoimmune conditions _
A ) The research was overseen by a steering group of people
Blood disorders from organisations supporting the project.
A Cancer
A Cardiovascular conditions ¢ KNP dz3 K 2 dzi uKS NBaSl NOK X @S 7]
A ) i willingness to talk openly and in detail about their
Chronic pain experiences. It was also noticeable that similar experiences
A Diabetes and concerns came up across different diagnoses and age
A Hormonal conditions groups. This enabled us to build a consistent and coherent
A Ki . picture from the diverse experiences people shageal
Kidney conditions picture that is similar to other literature on this topic.
A Metabolic conditions
A Musculoskeletal conditions
A Neurodegenerative conditions
A Rheumatological conditions
A Sleep disorders

Some people had only just received a diagnosis; others ha
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 4
majority of people aged between 55 and 75. Approximatel
70% of people who participated were women. One in ten

respondents selidentified as coming from a diverse range
of racialised communities.




JFM The emotional impact of living with a lomerm
condition

CKS (SNMNWE 2KBAAOLE KSIf (i Ki cORY RAKIZARlY @ TO2KASNBY 3 Y& T dzi dzN.
a very wide range of chronic disorders, from sickle cell issue, at 59 years old to approach retirement with a life

anaemia to epilepsy, from polycystic ovary syndrome to  sentence from Parkinson's. | have come to terms with living
tFNJ]Ayaz2yQa RAA&ASIaSed | Stz Brdnd gay snkeShen, ankl SthoRgfi phesicailKworsed | have 2
conditions share is that they are likely to lastalongtime, 02 YS (2 GSN¥a ¢gAGK (GKS f2aadé
this results in common ground. Unlike for someone with

an acute illness, having a lotgym condition means that Some participants talked about unhelpful experiences with
interactions with health professionals, visits to hospitals, health professionals when they were diagnosed which made
treatments and procedures, become a permanent and coming to terms with it even more difficult.

regular feature of your life. We identified four overlapping

domains in which having a losigrm iliness has animpact a ¢ KS y dzNES6 &l ARXZ W2 Sff 3 &2dz
2y LIS2LX SQa SY20A2ylt ¢St ibedthsedEhundreds of leaflets at me, taught me how to prick

A Coming to terms with the illness and its effects my finger so | could test my blood and that was it, and | think
. o L ONASR Ittt O0OKS gl & K2YSo¢
A Living with it: dayto-day, and for many years

A The burden of repeated appointments, treatments aL 324 Ayidz2 GKS GFEA oF FGSNI ¢

and procedures GSFNBRZ YR KS @iKS dFEA RNAGDS

AcKS STFSO0Ga 2y LIS2LX $0a NB(A PRy aHo2133 & Q9S 2dzald oSSy U
YS YR 'L R2yQU 1y2¢ oKIFIUu Al A
221 A0 dzLJ YeasSt ToQ¢

Coming to terms with it Coming to terms with along SN O2 Yy RA (-dff2 y A &\

, ~ - < eventahoweyer, Itis tfiin people may have to do many
q , 2 C,IZ EJ NI» Rdz t t € O %m%;?h thelr'li%, for ﬁgpé is fﬁ‘eyag rough stages of
UOKIF O OKAA Aa 7T 2 NBiEssanrious different treatments for it. For example,
people with chronic kidney disease spoke about feeling more
Some people are born with lortigrm conditions, others and more ill and coming to terms with death, only to receive
receive diagnoses later in life. For all, there is a pointat & transplant and to come to terms with life again; and then,

which they become conscious of the impact their conditionfurther down the line, for the transplant to begin to fail, and
has on their lives. SO on.

W/ 2YAy3d G2 GSNXYaQ 6AGK |t @onng tgtemgwithpdopasR ness gan hedinkedinqys ¢
one-off event, instead it is an ongoing process. For most oMY to changes in illness and wellness but also to life ;tages.
the people we spoke to, this process began at diagnosis af@" xample, some of the people who had grown up with a
became more prominent at times of change, for example longterm con(_jmon sa|_d j[hat thgy feIt.Ilke they only really

when they experienced a worsening of their symptoms. faced.the reality of_thelr illness in their late teens and early
People spoke about their fears for the future, and loss of twenties, when their peers left home and became much

a sense of meaning and purpose in life: Will | be able to More independent than they were able to be.

continue doing my job? What will happen if | lose my ) . . . Lo .
independence? Will | see my children grow up? Some G L QY auAftf O2YAy3 d2 USN¥a &A
described this process as being similar to a bereavement, 0 Still think in terms of trying to understand the fact L
expressing a profound sense of what they had lost. UKFaXuKAa OZYyRAUAZYXR2ZSayQu R

B (AYSa 6KSy 22d023ANEFER¢! @24z 5k ¢ @2 dNES 27
R 68 AGZ LI NI A OdAYINARAT. wpriyingiphod! legvigg nyfhughand a widower

and how he will cope, watching every day for changesinmy
R orlke 2 A OkinplRiot A Kt 98a 18Kbd gf ®R2U
& | o0SNBI@GSYSyiodé
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because | was never given the opportunity to have one, asof the effects of their condition and/or to try to keep their
| was told | was to die in early adulthood. And now I'm sort condition hidden from others. However, what a lot of people
of like, having a life in limbo where nobody knows what's described was a situation in which they felt damned if they
going to happen. It's hard. | should save for aretrement RAR YR RIFIYYSR AT (KS& RARYQ
but | can't because | hate to be reminded that I'm not like pushing through their symptoms and carrying on as if things
SOSNB2yS St asSoé were ok, the people around them, often including healthcare

professionals, lost sight of how much they were struggling.
G, 2dz INI Rdz- £ & O2YS G2 NBIFIfA&aS GKIFIG GKAA Aa F2NBISN® L
very low when | think about how long it is since | feltreally . dzii = RdzNAYy 3 LISNA2Ra 6KSy (KSe@
gStt YR y20 Ay LI AYyZIZ I yR syigioins, people 8e3&iben feelirigs of Ibsdnd isbkation, of

life going by and missed opportunities, not to mention the
For some people, there was a feeling that they would be financial worries of lost income and the relationship worries
unable to be their true selves again: a profound senseof 2 F W6 SAy3 | 0dzNRSYyQ & Ylye LI
loss, both at the current time and prospectively.

{2 6KAfS LIS2LX S RARYQG ¢l yid
L YAaa o0SAy3 YSoda 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.

Living with it A )
d,zszNJS y2u e 2dzNJ )\ffy aao 2 dz
6, 2dz2OQNB Y20 &2 dzNIPRAIZSIOATSaLS s 2R GV (AT
I LI Nu 2% éKQ €2 dzad NBBG2a1a ra 2tR ySsa a2
NBYFAy&a | RFEAf@ &adNHAIESP LGQ

With short term conditions, normal life can oftenbe putong S dza SR (2 Al dé

hold, then resumed upon recovery. If you are Iiving with a

longi SNY O2yRAGA2Yy X LJzidA y3 4 A §15¢ Ry3 Kex RK SIKIAX B RI12HZQNBA A
o t2y3 GAYS AayQli Fy 2LIA 2y thepaikbiNaed By$he finde Fodt toarR drfd Bithe £ 6 | &

on hold. working day | was too tired and sore to go the pub, as an
example, with colleagues. Over time, because | was never out,
Many of the people we spoke to were living with pain, | stopped being asked. Because | was never asked, when | did

fatigue and other symptoms that affected their ability to  feel like doing something, | then found it difficult to ask them
function dayto-day. These took a significant toll on their  as | felt like they obviously didn't want my company. Nobody
energy levels and their mood. F LILIINBOAI GSa K2g GANRY3I LI AY A

G{iNB&da FyR SY2(0iA2ylf RAAUINDBAdL BANIIBYSSYRNAEE S6BEAPESNB | v
exacerbates my physical symptoms (fatigue, pain, dizziness,dzi dzy RSNX @Ay 3 Al AGQa gl @
weight loss). It's rarely a simple onay cause/effect in RFe (G2 RI& y2g¢ odzi AilQa G4KSNB
either direction though, much more about just trying to

manage my energy levels, which affect and are affected &L QY A LISR 2dzis FFo6az2fdziSfte g6A
08 020K SY20A2ylIFtkYSylGlt IyR LKeaAOlIf FIFOli2NRARDE
aLiQa  @GSNB dzyLX SFalyd AtftyS

In turn, people described ways in which struggling
emotionally made their physical health condition worse.  People also spoke about their worries for the future and the
- 5 L further concessions they might need to make to illness, such
! yEASGe IyR aiaNBaa SEFOS N&s lgitiny upcanéié jBbs ér fosing tReir intlebeader 5 = O d:
physical impact on my heart, reduce my tolerance to pain,
GKAOK Fff KIFE@S Iy FIROSNES S$FIFSQINBYSNRAAZIKEAADEE N S2 € R SI
5 L 5 ; Financial plans in place with regard to our future. These plans
Gaeé RAFOSUSa O2yuNRBft Aa 2Yanéhopeshadkdeébmeorhpletely dashddSLfelis just orffe $ohgt 0
round of medication and hospital visits. He is very depressed,
This phenomenon has been described in previous studies,| am very depressed as we see no end to this enforced way
which have assessed the costs to the NHS of poormental2z ¥ f A FS ¢
health among people with lonrtgrm conditions, which
are estimated to equate to £1 for every £10 of NHS GLGQA ljdzZAGS RAFFAOQdA G G2 o
expenditure (Naylor et al., 2012). dzA 0SS FTNI ylfes &2dz R2y Qi ¥SS§
0KS GAYS®e
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FyeidKAYy3ad | 2dz {y262 | i K SahsspivaligeioridalivatipnihygtiRutsydu atvaltogah 3 A y 3
well enough to go to work most days, to getout of bed, butRA &+ R@I y il 3S3X | yR (KIFiQa 6NRBY
@2dz 1y26 GKSNB INB GAYSE SRBYI RAOEGYZE 63PSdza &I liESKBSY
OFyQi R2 lye 2F (K2aS GKAy3Iazx ¢gKSy L +tY tAGSNIrifte Ay oS

Rreda 2y SYR® ! yR 2dzal FSSt Fhydress of haigating doriplek systemd aSrioticgable i K S
y2GiKAYy3 2y GKS K2NAT 2y (2 fBankymendersiandearars; thalzSoxeé descibedzhavibiglza (i
8SIFKX AG ¢l a 2dzad (22 YdOKX2 LYORA RFQGGASTISH ANEt RITT 2 NRI
at the end of the tunnel, so it had a really massive impact emotional toll this took.

2y Y& YSyidalrft KSFfOK®E

G!ff GKS GAYS LUY LX20GAy3 |y
access to one resource or another. Each agency plays a
different game and | have to learn the rules of all these

games... It's so wearisome and makes me angry. She's a

Having a longerm condition means regular and sometimeshuman being with genuine needs, | shouldn't need to play
frequent appointments, treatments and procedures. For 3 {idzLJA R 3IF YSa G2 3I3Si KSNI 6KS K
many, the fact of having to navigate and be engaged with

health and social care systems is a significant strain. A recurrent theme in the interviews and the survey

[AGSNI GdzNB NBEFTSNE (2 i Widdndnsed wasa/lack o digwiRepnb&wednfine way thg ¥ 3
condition, the work involved in attending appointments  system is organised and the way people experience their

and sticking to a treatment regimen and the impact this _Jong-term condition, especially if they were living with
NEIAYSY KbFa 2y DaSdnetblSIE). 6 SY dz0 $AVIAS 002y RAGAZ2YaAd L AayQi
People spoke to us about how vulnerable and powerless diagnoses rather than individuals, and the way time and

they often felt when they were undergoing medicalcare. 2 { KSNJ NBaz2dzNDSa INB ff20F SR
Many of their treatments and procedures were intrinsically priorities of the people the system is there to care for.

invasive, painful and risky, causing high levels of distress

and, sometimes, leading some to describe feelings relatedq 2 dz NBI t f & R2 ySSR (2 662NJ] |
to posttraumatic stress disorder. gl & NRdzyR (KS aeaiaSy o0S0OIdzas

Burden of appointments, treatments and procedures

GL ¢2ddZ R RSAONROGS Al a tCgpoPKkaGSIATSRARGE Azl &I NREK 2 5 LJn &R
person but has a long history of poor sleep/night terrors  park at, so I stress about being late, and when I do finally
fAY1SR G2 YSRAOFf SELISNRSY Qg park (usually in a spot the furthest away from

B the part of the hospital | need to get to), | usually find the
6L KFR te¢{5 I FGSNIISGGAY3 @NVc{ls runrfiny-Fate ant I)épeﬁdl-tﬂfé Nﬂolé%Worr?n@' NJ
having a lot of painful medical procedures done againstmy- ¢ 2 dzi ¢ KSGKSNJ Y& LI Nyl Ay3I (A o"[
will due to my age. For years and years and years | could
never sleep with my wrists turned up, otherwise | Would feek 2dz GA&aAG 2yS RSLI NIYSyid | yR
I ySSRtS 32Ay3 Ayl2z Yeé @Sh &%paﬁ?rﬁent needs to see you to explore x, y, z, but then

3 GKSNBEQa | gl AGAYI GAYS F2NJ St
aL GKAYyl RAFft&aAa o6& LINEO knéwlittiwolyéals halegérie bylahtlyelz¥re ik rid Slosér2 ¥ S
S ELISNR Sy OS o¢ to any significant answers. The whole process is draining

o}

. ’ ) ) ) . YR RRa G2 GKS SyY2dA2ytt I yR
G¢KSe glyaGdSR (G2 adGFNI YS 2y YSRAOFGA2Yy NRIKG | gl ez
6KAOK L RARZ o0dzi L NBI Ol SRTh@BuNEN ofddeurrent appoint@eélad and fFedtindht | 6 T dzt
Iremembfzrlused to sit on the sofgjust beingAin floods | FFSOGa 20KSNJ I NBFa 2F LIS2L) S
2T USIFENR Ftt O0KS UAYS®eE education and employment.

Many also spoke about the difficulty of remaining hopeful 4 a8 SYLJX 28 SNJ SELISOGA YS G2 YU
when no effective treatments were available. People including the hour it takes me to travel from work to the
expressed frustration, weariness and anger at the dif‘ficu|tyhospital and often | am in the waiting room for a while and
of navigating health and social care systems. Thiswas  not seen on time which meant last time | ended up making
especially true for people who were more dependent on  up three hours overtime after normal work hours in that
these services for support, for example those who were  week. It was exhausting and | felt resentful that others
more acutely unwell, and those who had financial gAGK2dzi | O2yRAGAZ2Y R2yUUl KI @
difficulties and housing issues.

L o ; Medical appointments can cause anxiety both before and
aL RAR KI@S | oAU 2F | 6260 @ftér§boih anﬁcﬁ)@tmgﬁh‘é helvéithely Might récéive rdzd S L
told that my six monthly chealzLIX K+ R 6 SSy  LI2dbigdhirfyiteting or disappointing results.
| was a bit concerned because that would be aImost a year
dzyiAf L 61 a OKSO|SR®é¢



G¢CKSNBQa a2 YdzOK SYLKEupAa 1Bzil 22 GRS NRIRZKYZ 828 yIivadz2 LI SQa
G2 ¢ Y2yiKa 2F o6+ AGAY 3 T2 N3osacar¥ professintais. If §ob have2aVositp gosdilién, G A Y S
Appointments can be both inflating and deflating. Most of medical care becomes more relational than transactional.
0KS GAYS L ¥S8SSt aNRO|SR:¢ IF6iSSBG6ORAED 2PENFHNAS NI S RA 6 LI
02Re& GKIFdG LQ@S KIFIR G2 F4dSydd dzyBé KSNAzRNERA FAYWIYILHESR (2
just as a oneff, but repeatedly. And, as a result, it really
G¢KSYy (GKS@& F2dzyR 2dzi GKF G YIQRGSBRE K N NESDE yRNB ARFBLI S
which resulted in me being in a room full of white coats  that you can build a relationship with them, that you
YR aONHz0 &z logoRRE LWRRLPIO¢éI2AYRBEWQG  SFiG FSStAy3a tA1S &2d:
with each appointment.
Gl 2¢ Ylye (GAYSa R2 &2dz K2LIS |yR KI @S @&2dzNJ K2 LIS
dashed and be able to recover from that, pick yourself up Yet when it comes to relationships with doctors and nurses,
FYR 02y GAydzSKE many people talked in terms of a battle, of feeling like they
had to be feisty, confrontational, defiant, etc., in order to
L KIR G2 FAIKGSP® L KIR (2 3SGOARAIANYYISERa (S H®I CKAAORSY
taking. | had to fight to get home. | had to plead, beg... | open and trusting relationship in which people would feel
KR 2 600K SOSNERGIKAYID L safdendghity talkiabdulBHeir emotidralMaéalkh. Y2 YSy i @
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Impact on relationships
People we spoke to discussed the impact of having a ah@SNJ GKS &SINEZ LQ@S 3INBGY |
longterm condition on the relationships with those who I N2 dzy R Y S¢ @
NS Of2asS G2 dKSY® 2SS | faz2 KSFENR FTNRY LIS2L) SQa Tl YAfe
members and partners and what was striking was the One of the words that came up most frequently in
way in which the emotional impact of losigrm conditons RA aOdzaaA 2y a | 02dzu NBf I UAZ2yaKA
ripples out. It affects the person with the diagnosis, but ~ theme among participants of all ages, and for some it may
also the people around them, and the relationships intersect with similar feelings when they reach later life.
between them. People were worried about being a burden to family

members, and even more so if they spoke about their

G{2YSGAYSEa AlQa RATTFAOdzZ (i fealings. Khis vitended dhandte tyyfogope Wtdthedza S
a2YSGAYSa KS aidaNdHAIf Sa oS oemptipdl irrp8and their Jomgeryr eondiignalone A TS g A
r LISNE2Y oK2Qa aA01 oX6 I yikstegdioftuiningte gthersituisupolitN: Ay 2y 2 dzNJ
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support. | feel very guilty about this but | am havingto ~ Kdza ol yR | o02dzu ¢KF 4 UKS Fdzi dzNB
cope with all financial decisions and plan for somebody

StasSQa FdzidzNBE® aé tATFS | yR , T —— dzZAK y
of mine and | have now begun to feel resentful of what \
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Health inequities and variations in experience

GL R2 GKAY]1l GKI G gét@ng_‘E %J g‘e‘g%é;z{a L 6l a tdzydzédz
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The needs and experiences of people with kbeign aL FSSt tA1S ljdAdS + f2d 2% R
conditions are inevitably diverse. No two people have ~ dza = G KFid 6SQNB a2NI 2F SELSYR
exactly the same needs, wishes or experiences in life or ~ . L o ;
with their health. aL NBFIffte R2 F¥SSfX e2dz 3ISua 42

GNRGGSY 2FF e
In conducting this research, it was apparent that there ) o L .
is as much diversity of experience among people withthe &@ 2 K U L Q@S F2dzy R OSNE KIFNR Aa
same condition as there is among people with different ~ suddenly become an old person [for the purposes of social
diagnoses: that diagnosis alone is insufficient to predict & SNIXA OSa KSt L¥B | yR yz2 t2y3SN]
42YS52yS80a ySSRa F2NI Sy2GAz2ylf addlllNIio tS$2LX $Qa
experiences vary according to many factors, induding There is also evidence that older people are less I|ke|y to
their age, their relationships and their economic and be offered mental health treatment than their younger
social position. And the challenge of living with a loegn ~ Peers (Frost et al., 2019; Commission for Equality, 2020).
condition may be compounded by other issues people facel his is despite evidence that psychological therapy for
inc]uding poverty, housing or re|a‘[ionship difficulties, dEDTESSion can be hlghly effective in later life. This is often
racial injustice and discrimination. This means that linked to beliefs that poor mental health is an inevitable
designing emotional support needs to consider individual and normal part of ageing, and an assumption that it is not
OANDdzvyaidl yoSas ySSRa | yR | Woahoffeiing trepéys Aa y2 w2yS aail $
FEEQ a2t daiA2y o

At the opposite end of the age spectrum, some of the
This section explores some of the dimensions of inequalityYounger people who participated felt like their symptoms

2NJ O NRFoAEAGeE GKIFG F FEROGKILRYERHE SQESEEUISNREyIDE 58 SNA 2 gey G
illness and its emotional impacts. 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,
Age more opportunity and brighter prospects for their
R R A oa = A It lives.
t $21L $04 SELISN Sefd@adiicnEnd K F DAY S 1 t2y3
:cts emotlor:al |]Enp:|act dlﬁetr)tht[()tl;gh their I|_ves. We thﬁrd G1a LQ@S 320G 2t RSNE LQOS y2iA
rom people of all ages about their experiences and how s | 5. & & VY3 2y sKFG L 6Fyd Ay

. : u
their age played a part in how they were treated by next year and have started to think about having children

healthcare professionals. |y|§ Y8 TNJ\SyRé FNE KF@Ay3a OKA

LQ NE It A R Y KSFHfGK YI& 3
Older people have a complex combination of risk factors for a3 Brtras ¢ shtu € @

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 People from racialised communities in the UK have higher

Racism and discrimination

age of 65 now live alone in England. Research from than average rates of some lotgrm physical conditions, )
Independent Age (2020a) shows that older peopleare A Y Of dZRAYy 3 RAlIoSuSa | yR KSI NI
more likely to have depression or anxiety if they have 2021). For some communities, levels of mental ill health
poorer mobility or if they have a caring role (or if they ~ are higher but access to mental health support is poorer
receive care from a family member). Bereavement, FYR LIS2LX SQa SELISNASYOSa +FyR
especially of a partner, is also a major risk factor for poor (Commission for Equality in Mental Health, 2020).

mental health in later life. Likewise, there is evidence in some areas of healthcare

that physical health support for people from racialised
Some of the older people who participated felt like they ~ communities is poorec for example with less effective
were forgotten about by services and their lotegm pain control and significantly higher mortality rates in
condition was increasingly seen as an inevitable part of thenaternity services (Knight et al, 2021).
ageing process.



Many of the people we spoke to talked about feeling like Fluctuating and progressive conditions
they needed to be very assertive in order to get the care
they needed for their longerm 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.

A PR . oA y LJS 2 LIt NBO2 @SNJ, Fdzf £ & , FN

azs ObyQu abe y2uKAy3 osOb I%% %0 e?éﬂilgjl (Nas%(;r‘ugsgd 09tha(t.)itrudﬁ]I%g/fﬁ‘?ﬁ‘mca8
ainst all the things 1 wanted 10 do hutcouldn't, but .

6%9(;’3{@ imBatehttobe BadkkolnbrmdF aghift TH OF dza S

went through almost a grieving process, accepting that

wasn't going to be the case for me and needing to adjust

to/accept the longterm impact. Since then it's just up and

down, sometimes it's easier to live with and other times not

The links between poverty, financial insecurity and long 42 Y dzOK H ¢

term illness are complex and work in multiple directions.

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 challengesfor example when they are ready

to start a family or as their condition becomes progressively
more painful, lifethreatening or lifelimiting.

G, 2dz 2dzald 1y2¢ UGKIG K2g
2F K2 &2dz | NBod¢

Poverty and financial insecurity

Poverty makes people more likely to have a kbegn G!a LUGS 3I204 2f RSNE L GKAY1l |
illness. It also exacerbates the emotional impactoftong ¥l YAf & |yR 0SO2YAYy3d Y2NEB AYRS
term conditions, and for many people having a ldagm to take steps forward and at times this does affect my mood

condition affects their income and financial wellbeing. Withas | know if | didn't have the condition it wouldn't have
fewer resources too often come less power and autonomyheld me back at all and | would feel more confident in all
People living in financial hardship felt more dependenton 1 KSa S | NBI & ®¢
the system recognising and responding to their needs (e.g.
receiving Personal Independence Payments) and this,in ¢ h @SNJ G AYS L KIF @S odzat G dzZLd |y
turn, left them feeling vulnerable and betrayed when the impacts on me and so | can manage it better. | talk about
system let them down. things more and am more open with others generally about
my condition. | am also accepting of it now. | used to get
G2 KSYy L Y RSFftAYy3 gA0GK | yangrFabolligy@asl A (& GANGS &3 S\NIIZ 2vFe YYS3S v (y
KSFfGK adzFFSNADE
aL KIS KFR {1ARySeé RAaSrasS ¥2

GLQY 2yfe SIENYyAYy3 KIEF 2F BEKIGANRGIBRYRIRYRYQi oSRRWE waK
RAIFIJy28Aa6d¢ more help with nutrition advice. When | reached stage 4, |

really started worrying about my blood results and how fast
Gt Ltk9{! NBlFraaSaavySyid YI { SkwashBadidg3oddtagelzlalddSlialysis and tBeyimpact this
FSStAy3a Aft odzi 221 éfét f >0 2IP R B AS Yy AY YA RENBEEOYRDEGKS
The Health Foundation has also noted that people from &L Ff dzOdGdz2t 6S 6SiG6S S Y RSGSN¥YAY
more deprived communities are not only much more likely y R & dzOOdzyo Ay 3 (2 (GKSY®E

to have multiple longerm 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 longterm 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 longerm conditions. They note that
difficulties with money, work and housing, poor living
conditions and precarious circumstances create an unequd
risk of poor health, especially for women and racialised
communities in more deprived neighbourhoods.

Ask How | Am 14



BEN What helps people living with loAgrm conditions?

The people we spoke to described aspects of their physicalt | S ©O2y adz dFyi8 KFra oSSy | F
healthcare that either helped or undermined their I OQldz tfe&> gA&AR2Y GKI GQa oSSy
emotional wellbeing. Key aspects of care for a kargn with thatlongi SNY O2y RAGAZ2Y 0SOF dza S
condition that people found helpful (or would have liked) 6 SSy G KSNB¢ @
for their mental health included:
A Continuity of care over time
A Being given information and treated as a partner in Information and partnership in care

their care , A A A z A

o | Gt S2LA S INB Ay GKSA

A Support and advice being given between appointments S E LJS NJj - X Z K S ANI 26
A Small gestures of care from healthcare professionals a )f U Z

The longer people live with their conditions the more they
come to understand them and the clearer they are about
Continuity of care their own priorities and needs in terms of managing their

, : It Theyw t to_be treated as partness in theircare:
aLQY ~b A 3/ 2 O ({Igi %IVB] as Mnfo%%o?(aéoss@le?arhl@have

¥ i
O2yaAraiSyOe 6A K apififhe disiod tamviNdpa them.

Longterm conditions, by definition, last a long time. People® | I 9Ay 3 LIS2LI S Ay LEZEGSNI FyR |
value being able to see the same healthcare professmnalspat'ems have the answers to resolving their own emotional

from year to year, building relationships that follow them and physical health challenges and they shou!d be listened
through the various stages of their illness (Independent 10 @nd allowed to collaborate for the changes in health

Age, 2020b). When they trusted their doctor or nurse, aSNBAOSsa U2 05S Yl RS®e

people found the continuity of the relationship deeply

reassuring. a[ SENYy G2 o6S ofS G2 AYLXSYSy

2Ny AYy3 S6AGK dza | a LﬂNﬁySNﬁmé

aLG aKz2dzZ R 0SS | 0Al Y2MB LISNE2Yy Il AF 82d200S 320 | f2y3
O2yRAGAZY D¢ The importance of having good information about their

condition was expressed by many participants, with some

GL 2dzad ale Ye yry$s | yR kSsnoinghatyshadadiegtimpaston ey mental hepling
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GL GKAY1l GKIFG 0802YAy3a o6SaGaGSN
A healthcare professional we spoke to expressed a similarK St LJa  gA UK Fye yEASGASa L YA
wish to have greater continuity of care with the patients . _ .
they saw in hospital. oL 1yS¢g y2uUKAYy3d | o602dzi 0KAa O2
RAIFI3Iy2a4SRY yR FStdG L sl a tS¥F
GL 'Y ARSyGATeAy3a LI GASylGa 2yO0S GKS I £ NB & I &S

e f I
established renal disease. It would be great to work in the NOt being listened to was a frustratin
community to follow them up and see how some of the ~ Many participants:

YSIF&adz2NBa ¢S Llzi Ay LXFOS éZN%@é P B R e
¢CKS lUUAUdzZRS 2F az2YS YSRAOa

One participant described the sense of continuity they had! SCmetimes don't feel heard or respected as an individual

with a GP they had been seeing for decades. She knew hig"%"® of a ‘patient’ on a conveyor belt being processed with
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By contrast, some participants described the recogniton a2 A G K Y& O2yadz dFyd F LIRAYGYS

they got for the knowledge they had about their condition to a year apart, and my Specialist Nurse every six months,

and what they needed to help them to manage it. | take the opportunity to ask about stuff that has occurred
aAyO0S GKS ftlrad YSSGAy3aood wLi

G2 A0K Y& &LISOAlIfA&GTZ Ye O2vapZ ikgyiz ARS L2 RRYKIEGJzZRR I SEX D
gKIFG KSQa G2fR YSI KS (NMHzZERBUGEKAYILI Qs &Rl ©EBRENIOSE (&
GCSSfAYy3 a AF L O2dA R O2yd™NRENB2NMBH KA ya2 dzbIEi S A XY TR NI ¥ §a
F'YRXRA&OdzAAAY A (KAYy3Ia KS fLJaLJILJafRyﬂLYSKtj)/QK$N.BKSKSJ&BQ&(S&’dé
AaKFNB& (GKS NBaLRyaAoAfAde othen-LOQPS 32y EF YR IKSQa fAadedid G+ 1S
iKAy3a KS O2dAf R RSIf 6AGKZ Iy
GLQY KFLILR G2 G118 GKS YSRWOAYy&att &a ttzgflzlylﬁé LG2 YRS B Ke
A& KI-LJLJS)[)\y' > a f2y3 a L 1y26 ¢Ke LQ@S 3I2G G2 R2 Ad:Z
LQ@S 3234 G2 dF1S GKAA YSRADSIIA 22 oRIBE D SO2 de@ BB (1 KE@ S HIA 0158
az2vys IJdZ)\ iS KS¥ie YSRAOFGAZ2YS FyYR AGQAa ljdAGS ylade alGdzF¥T
L 2dz i Al1S (G2 (1y26 (GKS oKEAKSYREFKSNETRNZAKIOSHERET NE R2

live with this condition that will affect your entire life.
daé O2yadA iyl 6KSy KS LHAIYyRSIRFNDAQE NP yA2 YIRS ©F (R BB 1BIXK
went through absolutely everything, and let me make the
RSOAaAA2Yy X LGQa KI @Ay3a (KL (Othkeks gave ekamplés Sfiihe Rirdl df suppgork tifey | 6 2 dzil
NIF KSNJ 0KFy GSffAy3a &2dz WwoaldiRebStwedrRappoiitdent®, Br ofh&ld thephnd
received that met that need for example someone who
At times, some people have decided to take control of theiunderstood their condition that they could call at any time.
own care, having not been given the opportunity to share
decisionmaking with clinicians. Others described the a!  aLis
psychological impact of feeling that they were not azySz2y
understood by healthcare professionals, or that they had a
better understanding of their condition than the people d ¢ KS& wiKS t I NJAyaz2yQa ydz2NESa
treating them. doctors because you could ring them up at any time and
GKS2QNB (SNNRofeée (yz2¢ftSR3IASIoOf
aL FSSt tA1S L KIFE@S (2 YI{SINRAZHEYYREOAaA2ya FTNRBY y2g 2
instead of just doing what the doctor says | should do, and
| have to keep myself as informed as possible. Andthat aal {S Al Of SFNJ @2dzNJ R22NJ Aa |
YI1Sa YS F¥SSt 06S0GGSNI 6S Ol dzEZo&actpariic@aBy at thebadgBning yhtil (o hoth Bl f & £
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Small gestures of care
G¢KS O2YYdzyAOlI GA2Yy 61 & 2dzald 4GS oquDv KSe y
1y26XiKSe ySOSNI at F“z skl G o1 ad Y u&yis.’fjb ¢K§I\@Bf
gra 2dzdiu y2 02YYdzy GAzyoe feellng/coplng with my mental

health on a regular bastto know

Support between appointments someone cares means a great deal
I GKSYS Ay Yliye LS2Lf $0a NBaLky:Ras Gl ¥y @S » AL NIS Yy asSk
being able to get information about their physical condition
at any timec not at the timetable set by services. Some &t S2LJX S gAff F2NHSG o6KI G @2dz
spoke of the anxiety caused by long gaps between medicayou did. But people will never forget how you made them

appointments, and the lack of opportunity to ask questions¥ S INlageéAngelou)
outside these fixed timetables.
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year to talk to my consultant and | usually arrive stressed
YR GKSy G2d0rftte F2NBSG 6KIG L yS

S 2dzaild 2yS 2L NIdzyAd

(Vp))
Pl

G2 aLlsr] (2 KSNI 62



Ly [F062dNB 2F [20S>
in the UK, Madeleine Bunting refers to the importance of
small gestures of carethings as simple as a smile from a
R2OG2NJ 2N I fSaa F2N)VI€
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"

GAS6s I yR (KS® 5KS

make) small gestures of care.
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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
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long-term conditions

Emotional health support for people living with

The people we spoke to had accessed a range of forms of The support people found most helpful was that

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

which came from a peer or professional who understood
their specific longerm conditions and the challenges
these presented.

had received help from community mental health services,A strong call from the people we spoke to was for

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

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

Wodzootf SQ FyR GKS dzaS 27F RAfBerdonditiondi SOKy 2t 238 (2 aidlre Ay
with both personal, community and service contacts.
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No one form of support was universally helpful. Likewise, A ¥ | O2yadzZ I yid aliAR (2 YS 2N
none was universally unhelpful: once again, pointingto I N5 &2dz ¥FSStAy3IK |1 2¢ R2Sa Al
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More important than the form of support was whether odzi Xl & az22y | a az2yvysSz2yS raia &
the person providing it had insight into whatitwas like K2 g @2 dzQNB R2Ay3 SY2GA2y Il ffex
to live with a longterm condition. Several people drew
a connection between this insight and their more helpful One participant noticed that their doctor started asking
(or unhelpful) experiences of receiving emotional support. 4t KSY WK2g | N6 282dzZKQ gKSy GKS@
first, they did not understand why, but they grew over
G! A4GNRY3 YIFENNRFIST | RI dz3tné ® Mpprediake tha quastoNy SR | 0dzo o6 f S
online communities on Zoom, church and family,
INIKNRGAEA ! OlAz2y dé Participants felt that routine enquiry should occur at
Fff adr3asa 2F I LISNER2yQa 22 dzN.
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the easier it is to control and to have as part of your life
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Commonly cited elements of what an effective system of
ddzLILI2 NI F2NJ LIS2LI SQa
health included:

A

Making emotional support a standard part of care for
their longterm condition

Psychological interventions
Joinedup mental and physical healthcare
A holistic, wholeperson approach

o o Do Ix

Being offered help proactively, not having to search
for support

Peer support
Opportunities to give support to others
Help for carers and family members

To Io T To

Making emotional support a standard part of care

Many participants emphasised the importance of
integrating emotional support with lorterm condition
carec as an intrinsic and standard feature of the service
rather than an adebn or something they would have to
look for elsewhere.

they are reééiviny a didgnobsts. Jordd feft 2his ShBURIBS A G =
formalised, while others felt it should happen within

& 2dzQNB R 2 A y apgointments with physical healthcare professionals.
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have. If we have an urgent need that appointment should

0S a2YSUiKAYy3a GKFd 6S OFly ONRY
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Some noted that this remained important throughout a
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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.
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from somebody in [department specialising in my conditionK S £ § K A &dadzS& ®¢

who could just understand to some extent physically what

| was experiencing and then also have some appreciation Discussing access to mental health support also brought

of the impact that was having mentally and why, and
that would have been a lot more helpful than the crisis

up potential issues with (and for) family members. One
participant, for example, wanted to be able to access

GSIHY areirydas &2dz (Y2632 Wh Ktalkingdherdpigshvith@d their family kinewing:3 K | {
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actually the first person who recognised the link between
having anxiety and having the illness, and | was able to
GFrt1 G2 KSNI I o2dzi GKIFGoé

Psychological interventions
Academic research has shown that talking therapies, and

particularly CBT, can improve the symptoms of depression

in people with longterm conditions (Dickens et al., 2013;

Chilcot & Hudson, 2018).

The NHS in England has recognised this and in recent yea‘?s

it has expanded the Improving Access to Psychological
Therapies (IAPT) programme to more people with fong
GSNY O2yRAGAZYA (KNRIdAK
England, 2018).
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And a carer we spoke to talked about wishing they had
some talking therapy skills themselves:
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Not all offers of help were for psychological therapies,
however. Some participants described getting help directly
from their GP for their mental health.
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useful | have sometimes been prescribed-dapressants
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A small num er of people spoEe about%avmg con%act

with specialist mental health services, including crisis

Approximately 50% of the people we spoke to had accessdfams. One participant described asking for a referral to

support specifically for their emotional wellbeing. Views
about how helpful these had been were mixed.
RAR
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but I still struggled. Going to see a counsellor on a certain !
day when | was poleaxed with kidney failure was impossible
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Some participants described long waiting times to get

access to talking therapy.
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conversation, questions, etc (July 2019). Told that in a
matter of months | would be contacted [in] February 2020
but lockdown loomed. | had eight phone conversations,
Y2RSN} St & KSf LIFdzd d¢

Some participants described going private for therapy,
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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
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unhelpful After two sessions, | realised it was a waste of
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Nearly ten years ago, a government policy paper noted

i KI uatleatsuhﬂﬁersally say they want to be treated

Fa +F gK2tS LISNAR2Y |yR F2N (KS
(Department of Health, 2012). This is nothing new. Yet

the experience for too many people is still of services

either as an alternative to NHS provision or because therethat are fragmented.

was nothing else available.
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Tiredness, anger and despair came across stronglyin =~ ¢ ¢ KS Ay GSNI OGA2y GKIG 32Sa 2y
LIS2LJ SQa yINNI GA@Sa ¢KSy twSway. écéfa o @i Ruclilej@y whaki® with S Y & G K
had in navigating the healthcare system. This was especiallyNI OG A GA 2y SNAR ¢K2 (F 1S | Y2NB
true for people who were living with more than one long

term condition who, as a result, experienced discontinuity 6 L QS 6SSy G2t R Ay K2alLhAdlfx
of care, not only between their mental and physical health,6 S R2y Qi RSIf gAGK (0Kl GdQE

but also across their different physical health conditions.
Mental and physical healthcare are usually provided by  Being offered support instead of having to go out and find it
separate services that are rarely-oodinated. What they There was a view from many participants that the health
wanted was support that was emrdinated across primary, system is increasingly expecting the patient to be proactive
secondary, community and social care. in helpseeking, especially for their mental health.
G, 2dzQ@S 3J2iG GKS Dt adzNHS NE Peopedetiziaf] § they didiwarit &x8a sipPoyttHey wodbK S |-
dzy Al 2NJ LINPFSaairzyl t Lleé OKnebdidakkIolitipFoactivglyr and thiSwas &bardet@ S 32
[physical health] specialists in the hospital, and they all  disclosing distress. Often the times when people felt like
G2N)] 0SSl dziiAFdzf £ & aSLI NI St they mosiingeildd SruBofal suppért, tieg wetekog itlar (i & =
FNB tA1S RA&aaz2OAl (SR dzy A (i aexbausted to go looking for it, especially when they
perceived that they would have to fight for anything more
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This is a view that was shared by some healthcare comfortable saying that, yes, | could do with having a
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important to have the social/psychological staff embedded2 i K SNJ LIS2 LJX So L KU QS 32 2 R LY
in the longterm conditions teams. Referring to outside ~ F2 NJ 4§ KSY (2 dzyRSNaRGFYR Fff 27F

agencies who have a different focus and criteria often
fSIRa (2 LIS2LXS y2i NBOSAGayHf (KES&SZLILRNT I & KISRE yB&R 0 K S
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
Holistic/personalised approach FaLSOoGa 2F tAQGAY3I gAGK | LINRA3

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 ,

Some spoke of the need for advocacy support for when
they were less able to seek help but may need it most
acutely.
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the ways in which their emotional health interacted with 2 KSY L OFy Qi 02 Lis2>  OF y Ol S Y
f SEFNYSR 02 0Sod¢

their physical health.

More holistic models of care were preferred. This is

especially true for people who are living with more than

one longterm 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.
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term physical conditions developed. It is difficult to separate

the fluctuation intrinsic to my mental health problems from
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of his discipline, they don't see the whole me, living with

tf20a 2F O2yRAGAZ2Yy & DE






















































