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CT-ICE Patient Survey — Additional

Analysis
Survey details

Additional analysis provides centre,
sex, ethnicity level results

* Referral to assessment waiting times
* |nformation provided at assessment
 Transplant admission

e Lifelong care

* Psychosocial care

* Raising concerns



CT-ICE Patient Survey

Conducted March / April 2024
604 valid responses

e 57% male

 89% white

* 62% heart, 33% lung, 5% heart & lung
* 80% had received a transplant

Some responses may relate to care some time
ago
All centres received enough responses for

publication of data except Sheffield F/U and
Newcastle Paeds



Referral to assessment waiting times

* 31% patients reported waited more than 3
months

 Glasgow 0%, all other centres >=25% patients
reporting waiting more than 3 months

e CTPG would like to see referral to first
appointment time monitored, reported and a
target set



Information provided at assessment /
listing
 85% patients reported given info about likely

outcome for them

* 57% (85%-30%) reported given info about
waiting times at all centres

* 40% (67%-10%) reported given info about
outcomes at all centres

 CTPG would like to work with CTAG to provide
this information in a standard national easy to
understand format



Transplant admission by centre

Being Being The Care in
contacted to | prepared for operation hospital

say organ surgery following

available operation
Birmingham 4.83 4.32 4.40 4.18

Glasgow 4.69 4.69 4.69 4.69
GOSH 5.00 4.95 5.00 4.80
Harefield 4.81 4.75 4.77 4.65
Manchester 4.90 4.85 4.91 4.80

Newcastle - 4.52 4.42 4.36 4.31
Adult

Papworth 4.88 4.78 4.76 4.73

Inpatient National
Average 4.72 (FFT,
NHSE, Dec 2024)




Transplant admission by centre

Information
about
Information |possible

Centre

about future [complication |Information

. Being assessment |s after about
discharged discharge medication
SRR 4.85 4.80
Harefield 459 4.69
Newcastle -
Adult

4.18 4.16
4.80 464 468 481

Inpatient National
Average 4.72 (FFT,
NHSE, Dec 2024)




Transplant Admission

Transplant admission generally receives positive
feedback from patients.

Relatively small variation between centres

CTPG view score 4.00 as an absolute minimum
acceptable level

The CTPG would request that NHSE seek action
plans from providers for any metric which
scores under 4



Lifelong care by centre

Centre Emergency Patient Comms to

advice 24/7 | advice line patient

Birmingham

Glasgow 4.69 4.75 4.93 4.79
Harefield 4.42 4.21 451 4.06
Manchester 451 4.33 4.64 4.12

Newcastle
(Adult)

Papworth
GOSH

4.63

4.12 4.25 465  [IEEED

Outpatient National
Average 4.73 (FFT,
NHSE, Dec 2024)




Lifelong care by centre

Comms other Overall health Side effects of
hospital support any transplant
medicine

Centre

Birmingham

Glasgow
Harefield
Manchester

Newcastle

Adult
Papworth

GOSH

Outpatient National
Average 4.73 (FFT,
NHSE, Dec 2024)




Lifelong care by sex & ethnicity

Ethnicity Overall health | Side effects
support of any
transplant
medicine

White
Asian
Black
Mixed

Prefer not to
sa

Overall | Side effects of
health | any transplant

: : support medicine
Outpatient National PP

Average 4.73 (FFT, 4.25 4.15

NHSE, Dec 2024)
Female 4.01 4.00




Lifelong care

Most patients are satisfied with their lifelong
care

Much greater variation between providers
Females score slightly lower

Black and prefer not to say patients score much
lower

The CTPG would request that NHSE seek action
plans from providers for any metric which
scores under 4



Psychosocial care by centre

Mental health Mental health Social care
support for the | support for the support
patient patient's
family/carers

Centre

Birmingham
Glasgow
Harefield
Manchester

Newcastle

Adult
Papworth

GOSH



Psychosocial care by sex

Ethnic Group Mental health Mental health Social care
support for the | support for the support
patient patient's

family/carers

3.87 3.41 3.50
3.49 2.76 3.02




Psychosocial care by ethnicity

Ethnic Group Mental health Mental health Social care

support for the | support for the support
patient patient's
family/carers

White
Asian
Black
Mixed

Prefer not to say




Psychosocial care

Psychosocial care levels are unacceptable across
most providers, much bigger variation

Strong correlation between provision and patient
experience

Females report lower levels of experience

Black and prefer not to say report much lower
levels of experience

CTPG request that NHSE inform providers they
should have a minimum of 1 WTE clinical
psychologist per 350 patients and 1 WTE social
worker per 400 patients in the service



Comfortable to raise concerns at all stages

Manchester

Glasgow

Papworth

Great Ormond Street Hospital

Harefield
UK Average

Birmingham
Newcastle - Adult

Patient not
comfortable
to raise
concerns all
stages



Raising concerns

All figures should be 0% and 27% national average
IS very worrying

Believe that figure would reduce with increased
psychosocial care provision

CTPG request that NHSE ask providers below
the national average for an action plan to
address the issue



Summary

Some aspects of survey are cause for concern

« Assessment waiting times
« Lifelong care variation in experience
* Mostly poor psychosocial experience

 Number of patients not comfortable to raise
concerns

Results align with general feedback from patients

Met with NHSE & DHSC to discuss the results —
provided recommendations
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