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Pain scale relating to Lymphoedema §  Lymphoedema (chronic swelling) is associated with heaviness, skin
- st . gy g e £ changes and reduced quality of life.
Ly?:’:ﬁc:g dﬁ:xﬁﬁropsgng f;)cg':i:a;g i 2 3 4 s e 78 8 | ° Amost20,000 patients living with lymphoedema in Wales.
extreme pain 7] 8]  Lymphoedema Wales Clinical Network. (LWCN) developed,
validated and digitally rolled-out the lymphoedema-specific patient
: : - ©
Heaviness scale relating to Lymphoedema : reported outcome measure: LYMPROM®
o _ . 2 gl - LYMPROME® helps adults communicate the impact of lymphoedema
Please indicate the heaviness relating to g Level of heaviness @ by rating the impact of 13 item from 0 to 10 where 10 is extreme
Lymphoedema with O being not heavy and 10 0.4.2.3 456 8. 9.1 :
Impact.
extremely heavy = B
Using the scale (0 to 10) please indicate the impact™ Lymphoedema has had on you in
the past four weeks (please tick one box only for each row ): M et h 0 d
‘impact Is a term used to describe the o
extent to ',";h,f ch L’._‘_!:"n'.v phoedema inhibits any ® S
aspects of your life § ool of Fntl % | |
0o 1 2 3 4 5 68 7 8 9 1| * LWCN worked with Welsh health boards and the Welsh Value in
Licia ita 7] 1] Health Centre (WViI_—I(_:_) to c_ollect LYMPROM® digitally.
Personal care | | « Paper forms were digitised in 3 Welsh health boards.
Work N/A ] 1] * Collected on new patient referral & follow-up care.
: i B B « LYMPROMP® data extracted monthly from local PROM systems and
Inances - .-
: , , , submitted centrally to Digital Health and Care Wales (DHCW).
Body image | | | « Aggregate data reported via a Power Bl dashboard and made
Intimacy / desirability N/A = 4] available to NHS Wales users.
Walking | | I_ _|
Anxiety levels | i
Hobbies 2] 8] Results
Holidays N/A | |
Shopping for clothes and/or shoes 2] 8]
‘Please state any other parts of your life affected by Lymphoedema: o _ _
« Data submission flows differed across Wales and included both
LYMPROM® 2020 Lymphoedema Wales Clinical Network (LWCN) manual exports and FHIR approaches
« Data provided was in varying states of maturity with unstructured and
Canolan Gwerth ilingual hallen which resulted in lots of time spent data
Lymffoedema Cymru LYMPROM® Results: Averages and numbers o mewn lechyd Cymry b gu.a data challe ges ¢ P
% Lymphoedema Wales completing WelshValue Wrangllng.
IHover over @ to view more information There are currently no filters on the data  Launched March 2022 with over 7,000 completions from 3 Welsh
va Show as mean (average) LYMPROM® item impact ()o health boards
— 0 e o) e e O TS 08, » The biggest challenge for patients with lymphoedema is shopping for
Health Bo... 91% 7045 ° clothes/shoes (median = 7.0, IQR = 6.0) and walking (median = 7.0,
All v LYMPROM® Average Score Completed LYMPROM® res_ . ) IQR — 70)
SRPTR o 5 « Visualising data using the filters suggests that challenges vary for
A / 2 | g different cohorts.
c Level of impact o )
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Al P Median LYMPROM® item impact (zero is no impact & 10 is Median LYMPROM® item impact (zero is no impact & 10 is
extreme impact)  soace note medians are only shown where there are at east 3 extreme impact) Plasse noie medians 312 ony shown where there are ot lesst 3 .
Areaofly.. v 70 70 ConCI USIOn
All £0 6.0 .
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Al : :  Acompleted LYMPROM® prior to contact enables therapists to
prioritise care and ensure the appointment is focused on what
The LYMPROM® Dashboard — measuring ImpaCt matters most to the patlent
« Collating data nationally is challenging, data flows are not always
Please state any other parts of your life affected by Lymphoedema. Joined up.
"  FHIR servers enable a more automated response for more timely
R/ - ,, OMens = O
. Hect & E ST o mating SOUsers S iy At S data.
5\5_;0;’/95 o b O gf’@ e b§§°> gf « Standardised data is vital to central collection.
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comiStion, e g’a 'ng 5 Nighy ng > c'?%k,‘fqam pa/g;cu/ thu@ﬁ’? S * The national dashboard will support services to plan care and
feling S e6ping /Teet K v & oS gof e QUFLS S & & stang, 2ble determine the effectiveness of interventions.
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The LYMPROM® Dashboard — Word cloud on free text final question



