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National Audit of Care at the End of Life 2021

Key findings at a glance

171 239 6,823 3,118 11,045
-I Trust/Health ﬁ Hospital/site r Case. Note v= Quality Staff Reported
mm m Board overviews overviews A  Reviews g Surveys Measures
(T/HB) (H/S) (CNR) (Qs) (SRM)
(CNR - Cat 1) (CNR-Cat 1) (CNR - Cat 1)

87%

Case notes recorded that the
patient might die within hours
or days

(CNR = Cat 1)

rﬂ 86%

Case notes recorded extent
patient wished to be involved in
care decisions, or a reason why

not

a5
68% 4%

(Qs)

Families/carers felt the quality
of care provided was good,
excellent or outstanding

'4- 85%

Staff feel confident they can
recognise when a patient
might be dying imminently

95%

Case notes, with an individualised
plan of care, recorded a discussion
(or reason why not) with the
patient regarding the plan of care

(CNR = Cat 1)

"@:. 73%
[\

Case notes recorded an
individualised plan of care

(T/HB)
0\

Trusts/Health Boards have
guidelines on how to respond
to/learn from deaths of patients

99%

77%

Staff feel supported by their
specialist palliative care team

Case notes recorded a discussion
(or reason why not) with

families/carers regarding the
possibility the patient may die

98%

(Qs)

57%

1]

" J
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ey

Families/carers were asked
about their needs

(H/s)

60%

Hospitals have face-to-face
specialist palliative care service
available 8 hours a day, 7 days a
week

Staff feel they work in a culture

that prioritises care,
compassion, respect and dignity

(SRM)

80%
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National Audit of Care at the End of Life 2021

Mental Health Spotlight Audit
Key findings at a glance
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—H Trust/Health Board
mEE ,erviews (T/HB)

(CNR - Cat 1,)

75%

Case notes recorded that the
patient might die within hours
or days

[
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82%
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Case notes recorded an
individualised plan of care

(CNR = Cat 1)

i P

Case notes recorded extent
patient wished to be involved in
care decisions, or a reason why
not recorded

’q- 61%

Staff feel confident they can
recognise when a patient might
be dying imminently

98%

Case notes, with an individualised
plan of care, recorded a discussion
(or reason why not) with the
patient regarding the plan of care

38%

Case notes recorded a preferred
place of death as indicated by
the patient

N

Trusts/HBs have guidelines for
how to respond to/learn from,
deaths of patients

(T/HB)

100%

48%

Staff felt supported by their
specialist palliative care team

2. Category 1. It was recognised that the patient may die

54 75 481
A . .
m Hospital/site /4 Case Note Staff Reported
overview (H/S) Reviews (CNR) Measures (SRM)
(CNR - Cat 1)

(CNR - Cat 1)

-4 98%

Case notes recorded a discussion
(or reason why not) with
families/carers regarding the
possibility the patient may die

(CNR = Cat 1)

Atam's
85%

Patient's hydration status was
assessed daily once the dying
phase was recognised

(H/s)

44%

Hospitals have face-to-face
specialist palliative care service
available 8 hours a day, 7 days
a week

Staff feel they work in a culture

that prioritises care, compassion,
respect and dignity

(SRM)

4%
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Epilepsy12: 2022 Combined organisational and clinical audits: Report for England and Wales Round 3, Cohort 3 (2019-21)

Key messages

HEALTHCARE
PLAN

Care planning agreement

70% (1379/1974) of children and young
people diagnosed with epilepsy, had
evidence of an updated and agreed

comprehensive care plan.

Care planning

There was evidence of wide-spread use

of comprehensive, individual care planning
for children with epilepsy. Most care plans
were agreed and updated. The proportion
of plans which contained all the required
elements also increased to 75% (1487/1974)
in cohort 3.

ADULT
EPILEPSY

Transition

There was evidence of increased joint-

to adult services but the available support
for patients varied considerably between
services: 65% (75/115) of Health Boards and

service where there is a presence of both
adult and paediatric professionals.

working to support young people to transition

Trusts reported having an epilepsy outpatient

Transition

65% (75/115) of Trusts and Health Boards
had an adult epilepsy specialist nurse
routinely involved in the transition of

young people to adult services.
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First EEG waiting times

54% (1058/1974) of children and young
people diagnosed with epilepsy, obtained
their EEG within four weeks of request.

First EEG waiting times

There was an increase in children and

young people waiting more than 16 weeks

for an initial Electro-encephalogram (EEQG)

in cohort 3 (10%, 191/1974). NICE Quality
Standard 27 (statement 2) states that children
and young people having initial investigations
for epilepsy undergo the tests within 4 weeks
of being requested.




Epilepsy12: 2022 Combined organisational and clinical audits: Report for England and Wales Round 3, Cohort 3 (2019-21)

" Mental health care

Research suggests there is a higher incidence
of mental health problems among children
- and young people with long term conditions,

but very few of the epilepsy patients had
an identified mental health condition

Ag

Mental health care (5%, 53/1124). Few epilepsy services could
provide co-located mental health provision
3 BB e enlEn el et ie] as recommended within the Best Practice
people between the age of 5-15 years and
diagnosed with epilepsy in cohort 3, had Criteria (18%, 12/115).

an identified mental health condition.

N
CEss Referral Criteria

Children’s Epilepsy Surgical Service
(CESS)

Some children and young people with epilepsy
may be missing out on, or having delayed

referral to, epilepsy surgery assessments. Children’s Epilepsy

28% (38/135) of children and young people - -
diagnosed with epilepsy who met surgical Surgical Service (CESS)

referral criteria had a referral for surgical 28% (38/135) of children and young

evaluation during their first year of care. people diagnosed with epilepsy who
met surgical referral criteria, had a
referral for surgical evaluation.

Recommendations for improvement

EEG and epilepsy services continued to submit their data to
Epilepsyl12 despite significant challenges of the pandemic. We want
to recognise the dedication to children with epilepsy that this shows.

The recoommendations made in the report focus on areas for
improvement, however the overall consistency of the results with
those from pre-pandemic cohorts is a testament to how hard teams
and individuals have worked to maintain services and care.
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Summary of performance against KPIs

90.2* 96.5%
o o

PR provided to all Initial and discharge
people with Medical assessments conducted
Research Council (MRC) grade 3-5* for home-based programmes

81.2% 69.1¢MN 86.5%

Clinical leads have designated Service has an
time for service management agreed SOP*

6-minute walk test (6MWT)
7.4*
@

6MWT conducted
using a 30-metre course*

Standard operating
procedure (SOP)

Written exercise plan provided

*improvement priority

The infographic summarises the national
position of services against NACAP’s KPIs. Data
demonstrate variation in service provision

> 81.2% of services provide written plans for
ongoing exercise maintenance (82.6% in 2019)
> 69.1% of services provide clinical leads with

across England and Wales. Related data from
NACAP’s first organisational audit of PR
services in 2019° are presented where
available:

> 94% of services provide PR to people with
MRC grade 4 (92.4% in 2019) and 90.1% to
grade 5 (88.5% in 2019)

> 86.5% of PR services offer home-based
programmes (34% in 2019)

> 0f 60.9% of services conducting the 6MWT,
7.4% do so using a 30m course (in 2019,
62.5% were conducting the 6MWT and of
these 11.1% were using a 30m course)

© Healthcare Quality Improvement Partnership 2022

dedicated sessional time for service
development (65.9% in 2019)

86.5% have a standard operating procedure
(SOP) which sets out a delivery framework
for the service (84% in 2019).

COVID-19 has impacted the way pulmonary
rehabilitation is delivered, and PR teams
should be congratulated for all that they
achieved throughout this period. Moving
forwards, it is important that services are
restored to continue to deliver high-quality
care to ensure the best outcomes for people
with COPD and other lung conditions.


https://www.rcplondon.ac.uk/projects/outputs/national-asthma-and-copd-audit-programme-nacap-pulmonary-rehabilitation-clinical-0
https://www.rcplondon.ac.uk/projects/outputs/national-asthma-and-copd-audit-programme-nacap-pulmonary-rehabilitation-clinical-0

"I4 Royal Coll
foracalese | NACAP

National Asthma and Chronic Obstructive Pulmonary Disease Audit Programme (NACAP)

Wales primary care
clinical audit 2021

(asthma and COPD data extracted
from 314 general practices in

Wales to capture activity up
to 31 July 2021)

Clinical audit report

Published July 2022




Report at a glance
All Wales results data obtained from 314/389 general practices capturing activity up to 31 July 2021
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Diagnosing COPD

Adults who have received
the gold standard
diagnostic test for COPD
(post-bronchodilator
spirometry) in the past

2 years.

Measurement

Adults diagnosed with
asthma in the past 2 years
who have a record of any
objective measurement.*

Pulmonary rehabilitation

Adults with COPD with a
Medical Research Coundil
(MRC) score 3-5 who have
been referred to pulmonary
rehabilitation (PR) in the
past 3 years.

PAAP

Adults with asthma who
have had a personalised
asthma action plan
(PAAP) anytime in the
past year.

or fractional exhaled nitric oxide (FeNO)

Inhaler technique

Adults with COPD who
had been prescribed an
inhaler, had their inhaler
technique checked in the
past year.

Inhaler technique

Adults with asthma who
had been prescribed an
inhaler, had their inhaler
technique checked

in the past year.

*includes spirometry, peak flow (>1 reading or evidence of peak flow diary)
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Measurement

Children diagnosed with
asthma (6-18 year olds)
who have a record of any
objective measurement.*

Second-hand smoke

6-18 year olds

Children with asthma
where a check of exposure
to second-hand smoke
was recorded in the

past year.

PAAP

6-18 year olds

Children with asthma who
have had a personalised
asthma action plan (PAAP)
anytime in the past year.

Inhaler technique

6-18 year olds

Children with asthma who
have been prescribed an
inhaler and have evidence
of an inhaler technique
check in the past year.
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Key Findings

Key findings of this audit should be considered in context of the COVID-19 pandemic over the last two
years. Teams are commended for maintaining Early Intervention in Psychosis (EIP) service delivery at
high level in the context of the pandemic.

of teams had an Children and Young People (CYP)
increase in staff in improvements in:
post last year

™ Clozapine prescribing
Physical health screening and interventions
Carer focused education and support programmes

o 71%

of people with first
.IO"/ episode psychosis (FEP)
eREAse Fm: received all 7 physical
PREVIOUS health screens

of people with FEP received
all relevant interventions
for their physical health

%
Recording of outcome measures increased by 5% to 60 o

Health of the Nation Outcome Scale (HoNOS) scores on all 3 targeted items showed
improvements from baseline to repeat assessment for the following % of individuals:

44
19% R TR 29%

activities of daily living

drinking or drug-taking
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Key Findings

Key findings of this audit should be considered in context of the COVID-19 pandemic over the last two
years. Teams are commended for maintaining Early Intervention in Psychosis (EIP) service delivery in
the context of the pandemic.

EXe L=l

of people with first episode '\ ‘ of people with FEP who ¢ )
psychosis (FEP) who had were not in work/education took up a

not responded adequately to treatment supported employment and education

with at least 2 antipsychotic drugs were programme

offered clozapine

17

INCREASE FROM
PREVIOUS AUDIT

274

INCREASE FROM
PREVIOUS AUDIT

Children and Young People (CYP) improvements in:

# Al teams have CYP EIP provision (44% increase)

# 66% of teams have a shared protocol between the EIP team and CYP mental
health service

# mprovements in medication management and prescribing arrangements for CYP
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Audit 2021

Publication date: August 2022



DEMOGRAPHICS

*figures are rounded to the nearest percentage and may not add to 100%

Male #A174 Age 8 O

Mean age compared to

79

7% Under 65 in 2019 NHS audit

93% 65 and over

Female

Other sexual orientation

Sexual Orientation

The audit tool
collected information
about other sexual
orientation. However
this was not widely
collected by services

38%

of sexual
orientation was
unknown or not
documented

Heterosexual Unknown

Non-White

O patients with o
1 1 / undocumented or 10%
O Unknown 4}

unknown ethnicity

compared to 6% in 2019 NHS audit.
Although analysis was conducted'©, there were
no significant differences in ethnicity in
relation to the audit's key findings (see Figure
A in appendix lll).

85% 4% 36%

patients spoke patients patients
English as their needed an lived alone
first anguage interpreter

White




COVID-19 119 ﬂﬁﬁﬂ
RECOVERY AND ' 7 ﬁﬂﬂﬂ
IMPACT ]
Service Closure and Redeploymer;etOIeIOIOyeOI o e e .

83%

® ®© ® o o services 7 !0/
Twwww had staff o
® o o o o redeployed services were
T w T w T during the both closure closed or
o © 0 o o ﬁrSF paused
Twwww national redeployment

lockdown

2019: 13 weeks

2021: 17.7 weeks Overall Wait Time

Mean wait time between
referral to diagnosis
increased by 4.7 weeks

CI Y
o® ®e
P 'Y
® Overall wait time ®

o
@ 'anged between ‘
® Oto104 weeks

0. 3 to 34 weeks
T in2019 NHS ‘
Audit

Place of
Assessment

O Phone See
(0] call recommendations

1and 2 regarding
patients received overall wait times

a virtual initial and service

° ]
assessment Patl.ent S provisions
Residence



ASSESSMENTS

patients had patients had
INn-clinic routine in-clinic routine
assessment: assessments:

A MR

patients had o patients had
their falls history O discussions
recorded around

eyesight/vision,
the same

'7"% percentage as

the 2019 NHS
audit

78%

patients
discussed their

alcohol
consumption

50% in 2019 NHS audit

See recommendation 3 regarding_in-

clinic routine assessments

patients were referred to occupational
therapy or a diagnostic
neuropsychological assessment



DIAGNOSIS AND
TREATMENT
Diagnosis

Other (Not Dementia) Working

Mild
Cognitive
Impairment
(MCI)

Dementia Confirmed

Medication

100% 56%

patients were
offered medication
who were deemed
clinically
appropriate

83% in 2019 NHS Audit

Investigations

patients with
dementia received
medication

o brain scans ®
requested ranged
between O - 97%

See services perform

[ L CENELES  ECGs routinely
regarding

across services
heuroimaging



POST DIAGNOSTIC
INTERVENTIONS

Any Post Diagnostic Intervention

O ' I
84% “°GLae 154

patients were offered Is the most common services offer at
any post diagnostic intervention provided least one
intervention (excluding (excluding signposting) intervention
signposting)

Signposting

93% — 4&7%

services offer patients received
signposting as a post signposting as
diagnostic intervention intervention

See recommendation 5 regarding

cognitive stimulation therapy




ASSESSMENTS FOR
WORKING AGE PATIENTS

Not Dementia

Diagnosis

MCI

Video call

Place of
Assessment

Phone
call

Patient's residence

55%

patients discussed
eyesight

patients discussed
hearing

Dementia

Phone

65 AND OVER

Not Dementia

MCI

Diagnosis

Dementia

Video call

Place of
Assessment

call

Patient's residence

62%

patients discussed
eyesight

patients discussed
hearing



N PDA *RCPCHAudits

National Paediatric
Diabetes Audit

Parent and Patient Reported

Experience Measures (PREMSs)
2021
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Key findings

Quantitative analysis

Analysis of responses from children and young people with diabetes and their parents
showed that:

CHILDREN &
YOUNG PEOPLE

PARENTS & CARERS

PREM survey completion

4,177 children and young people and 6,789
parents and carers attending paediatric diabetes
services in England and Wales completed a Patient
Reported Experience Measure (PREM) survey in
2021, when 31,615 children and young people were
receiving care from paediatric diabetes services.

F N\

88.7% 82.5%

PARENTS & CHILDREN & YOUNG
CARERS PEOPLE

Relationship with
diabetes teams

82.5% of children and young people and 88.7% of
parents and carers reported that they always had a
positive relationship with their diabetes team. In 2019,
similar percentages agreed the same: 79.9% of children
and young people and 90.0% of parents and carers.

-~
CHILDREN &
YOUNG PEOPLE '9
N
/

66.4%

PARENTS &
CARERS

Diabetes-related technologies

66.4% of parents and carers and 69.2% of children and
young people agreed that their diabetes team always
kept them up to date with new diabetes-related
technologies. These were increases from 63.7%
and 61.8%, respectively, in 2019.

UNG ADULT
YOSERVICES

\—J LESS THAN
HAD ENOUGH
\/ INFORMATION

Transfer to adult care

Less than two thirds of parents and carers (64.2%) and
children and young people (62.3%) agreed their diabetes
team were providing them with the information, resources
and support needed to prepare for their transfer to adult
care. These results are similar to those reported in 2019
(64.0% of parents and carers and 58.2% of children and
young people).



68.3%

COULD ALWAYS
ACCESS

82.3% 83.7% 41.1% 1M.4%

rYs
DIABETES

ADVICE
\ .= [ open_
DIABETES DIABETES
SPECIALIST SPECIALIST DIETITIAN PSYCHOLOGIST
DOCTOR NURSE

Availability of specialists Access to specialist diabetes advice

82.3% of parents and carers reported that they could see 81.1% of parents and carers said they could always access
a diabetes specialist doctor at each visit, 83.7% could see a specialist diabetes advice during core hours. This was similar to
paediatric diabetes specialist nurse at each visit, 41.1% could 2019 (81.3%). However, only 68.3% said they could always receive
see a dietitian at each visit, and 11.4% could see a psychologist advice 24 hours a day. This was also similar to 2019 (68.8%).
at each visit. Percentages were smaller for
each staffing group compared to 2019.

CHILDREN &
YOUNG PEOPLE

ENOUGH

INFORMATION

66.6%

-
PARENTS
I'H. & CARERS

e

Information about exercise

Managing diabetes at school

59.6% of children and young people and 66.6% of parents

72.3% of children and young people and 71.9% of parents and
carers agreed their diabetes team always gave them enough and carers agreed their diabetes team always gave them
information to effectively manage their/child’s diabetes at enough information to manage exercise.
These percentages were similar to 2019.

school/college, down from 74.1% and 75.2%,
respectively, in 2019.

GLUCAGON INFO
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Glucagon preparation & administration

Only half (46.9%) of parents and carers agreed they always received
enough information on the preparation and administration of
glucagon, similarly to 2019.
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Learning from Standardised Reviews
When Babies Die — 2021 Annual Report

Key Messages — September 2022
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u local perinatal reviews

Since the launch of the national Perinatal Mortality Tool (PMRT) in early 2018 over 18,000
reviews have been started. This fourth annual report presents the findings for reviews completed
from March 2021 to February 2022 coinciding with the second year of the SARS-CoV-2 global
pandemic. Here are the key messages from the 4,199 reviews completed during this period.

Multi-disciplinary group
review is essential

Three or fewer individuals
carried out the review

15%

Neonatal nurse present for
the review of neonatal deaths

53%

Neonatologist present for the
review of neonatal deaths

83%

30%

Had administrative support

Risk manager/governance
team member present

73%

External' panel member

34%

Parent engagement improves
the quality of reviews

Parents told about the review

95%

42%

No concerns or questions
about care raised

Communication was poor

Concerns/questions
about management plans

Concerns/questions about
technical aspects of care e.g. scans

Action plans need
to be strong?

Intermediate
21%

Strong
19%

1. Arelevant professional external to the trust/health board to provide a ‘fresh eyes’
independent perspective of care.
2. Strong actions are system changes which remove the reliance on individuals to

choose the correct action. They use standardised and permanent physical or digital
designs to eliminate human error and are sometimes referred to as ‘forcing actions’.

Issue with care and areas for
improvement identified at review

AL RERAELER

Over 19 out of 20 reviews identified
areas for improvement
3 out of 20 issues identified may have
made a difference to the outcome

Comments, question and
concerns raised by parents

Did | have the right
number of antenatal appointments
— many were only on the phone?
The consultant on the baby unit

spoke to me like ‘rubbish’. | don’t think they cared.
| attended hospital several times with reduced movements
and reduced growth, why was this not looked at more?
Should more things have been done?

We have only praise and thanks for the care received.
The doctor discussed comfort care before
my baby was born. He was very cold and matter
of fact and showed no compassion.

Was it anything that | did?

Examples of the strength?
of actions planned

Weak Intermediate Strong
111 Individual 111 SGA and 11 Incubators
debrief and staff Grow guidelines were reviewed
education. to be amalgamated and a different type
Present case to make the of incubator was
at perinatal process clearer needed to admit
mortality and for serial extreme preterm
morbidity scans. ¥y babies;

meeting. commissioned

and operational.

)
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A new system in
place but still requires
individuals to act
without any controls

A reminder for
individual action
without any controls

A system level
design to eliminate
human error
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