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Date Added D Theme Action Action Update Responsible Person | COPletion status
Use Ived experience videos avalable an NHS Inform for next set
Lived experience stories LLIANCE will provide the Network with LE stories. This
04/05/2023 Leor of Network meetings to avoid relying on this graup to constanth W/sk Aug-se
/os/ captured (13) e v action can be close 4 ESep
04/05/2023 Le03 Cirulate theff resources o the Lon Covid generlc email box Emailed and received n May
i " W ntatn he services th
04/05/2023 Leoa | Lived experience sories CHSS o present atnext meeting (4 Sep) on the senvices they. | 4/09/23 s gave theirpresentation. Thisacton can be closed n sep
cantured (1) deliver and the impact thev are having
Sharing practice and
Covid Ald i no longer engaged and may no longer exst. Please close
04/05/2023 LEOs | outcomes in new and Covid Aid to present on their work at the 27 Nov meeting. e o ] Nov-23
evolving area (35) ction
04/09/2023 Leo | Hhed experence stories U to share Lived Experience Video with other groups Allance respurces have been shared. Please close action w Dec23
Lived experience stories
story for the HSS network chieved - close action ec:
04/09/2023 Lo [Lved expere n tory for th Achieved - close acti 1 Dec23
Sharing practice and
to provide a summary of the services they offer for the
04/09/2023 LE11 [ outcomes n new and W i 24 Achieved - close action n sep-23
e ministerial meeting later this month
Group will have further discussion about co-production for ived
Lived experience stories | experience, factoring in capacity and challenges people with long | Recruitment o the group being encouraged with one new member
04/09/2023 LE15 Al Dec23
oo/ captured (13) covid are facing. Think about how new LEG members are invited attedning, Please close
in and
Create themes for each of the lived experience meetings
i i n n [
P Leg |Lived experience sories e e e e Note to] /Isaac, 1 am keen for the January agenda to have a focus w rebas
captured (13) on loca IVed experience groups being established and to map these out
Support the destn and LEG to provide feadback on the GP Assessment Tool once the
04/08/2023 Le13 draft has been finalised - an email will be sent to the group from | GP Assessment tool crculated: 10/01/24 for review by 19/01/24 Al Dec23
/oot delvry ofsenvices (14) 1o the group t /ou/ v 19/01/: m
Camilla Milne (CV)
31.01.24: Camilla Milne has supported this action & will speak to Chair
pport e desnand |G o R (0459 e aress o
04/09/2023 Leos of SPG (Nic Richardson) about CHSS giving a short (10m) presentation on Dec23
/oot delivery ofservices (14) | healhboards or tm 10 iscuss servcesthatthey ca offer ! ) about CHss ghing o short (10ml o u
31.01.28: LEAG keen to change to a more thematic based meeting style,
) : Caputring Lived Experience Patient Story: Start each meeting
Py Lery [ved experence stoies | e meaple stons o ench mesting| 5€U58ng two or three topics n-depth. Group agreed a video ws not n rebas
captured (13) length of meeting and of LEinthe
who can share a story relevant to the specific topic
mesting. Thi b cloced
Care Opinion / Disengagement Survey feedback needs to be used
Support the designand 1o help shape the delivery of services from the Long Covid 31.01.24: Disengagement was LEG theme 2 and discussed & addressed
27/11/2023 Le20 w Feb2s
s delivery of services (14) [ Network - Engage with other workstreams - go along to the. during the meeting. This action can be closed. L U
meetings to share findings or set up a stand alone meeting
Uived Experience Reference | ncrease | (Theme 1) Jare ad joined but then had to step away. Helen Goss has
3/o1/2024 L 0 from LKA 1w reioined on behlf of Lone Covid Kids | | Mar24
fence Ref n rship (Th i
yoryam 125 _|Lived Experence Reference | Increase LEG membership (Theme 1): Davi to meet wih new o —
a0 Lk he role and reauirements
| Group to think ab change i
04/09/2023 Leo7 i Changed to Lived Experience Engagement Grou Al Dec23
governance (29) ‘oversight" group to lived experience "assurance” group B o i
Sharing practice and
23/05/2024 HREFI | outcomes in new and Circulate care opinion postcard to LE group Sent fromff] mailbox at 10:16am on 24/05/2024 [} 24
evolving area (35)
Sharing practice and
23/05/2024 HREFI | outcomes in new and Recirculate ALLIANCE report Sent fromff] mailbox at 10:16am on 24/05/2024 [} 24
evolving area (35)
Support the design and
1 end sustainability timeline to LE group members ent fromf mailbox at 10:16am on ul
23/05/2024 wmer) | SupPort the eS8 a0 | send sustainability timelne to L group memb sent fromff] mailbox at 10:16am on 24/05/2024 [} k24
Lived Experience Reference
1 ecting set for 12th June 1:30-2:30pm ul
23/05/2024 HREF a0 Organise a meeting with interested members to collate feedback Meetingset for 12th June 1:30-2:30px | 24
o initate the mapping of Lived Experience (LE) Groups within
Support the designand | regional Health Boards. To do this, e need to develop a set of
23/05/2024 HREFI Add the crafting of questions as an agenda tem on the next LE agenda 124
/05! delivery of services (14) | questions to gather the necessary information from these Bofa 5 & |
Davie to reach out to find out the name and contact details of
Sharing practice and 2 Clare Morrison- clare.morrison3@nhs.scot
31/07/2024 LE37 | outcomes in new and 50 we can gain direct information about active lived experience e ey n 124
evolving area (35) feedback groups ®
Sharing practice and Email o be sent t Healthcare Improvement
This s set to be approved by group at sub-meeting on 12/08/2024-
31/07/2024 LE38  [outcomes in new and Scotland community engagement lead, after it has been drafted sep2s
107/ e ) o Y EnecE: To be discussed on 30/10 u P
Sharing practice and Sub-group to meet to discuss and create questions to be sent to
31/07/2024 LE39 [ outcomes in new and Health Boards. Thisis a gap analysis to see which HBs are offering. Meeting set for 12/08/2024 [l sep-2¢
evolving area (35) Lived
Support the designand | Firstdraft of HB questions to be sent out to workstream for
31/07/2024 Leao |50 e N To be discussed on 30/10 ] Sep-24
delivery of services (181 __|aporoval
rogramme a
31/07/2024 Lear |ro¥ Confidentialty clause to be removed from LE ToR, Removed 02/08/2024 ] Sep-26
Programme management and 0 send out last callfor comments on ToR after
31/07/2024 ez ¥ & i Distributed to Network from [ mailbox on 02/08/2024 ] Sep-26
Identify which pacdiatric resources available in NHS England
Scoped out stakeholders [ could be used in NHS Scotland and available through NHS Inform.
04/05/2023 Leo2 W/sk Jun-luly 23
os/ education needs (34) Resources within LCK Support Guide would also be requested to & v
e nvailable throueh NHS nform
Digital Support POGO in Lothian. Still o be rolled out to al GP
sharing practce and ractices across Lothian. Feedback/ Evaluation has not taken
04/09/2023 LE09 | outcomes in new and 4 "] NA
place but Clare Bennett will share feedback once the evaluation
evolving area (35) o
Lived experience stories | Group to propose a name of someane from the LEG who can join
ngoing acti 2 runnin " ’
04/09/2023 [ s e b one ‘Ongoing action when group is back up and running A Dec23
eroup. 31/01/24;
Support the designand [ LEG to start ny people are disengaging from long
04/08/2023 = Disengagement was LEG theme 2 and discussed & addressed during the Al Dec23
oo/ delivery of services (1) [ covid pathways and how LE can contribute to this piece of work. e . e, €
Lived Experience Reference [ LEG to review TOR and open gr0up up to new members .
04/08/2023 Le16 On hold unti teering Group / SOB Tors are updated Al Dec23
oo/ Group established Add someone with lived experience to join the group as co-chair % Group/ P
Support the designand | LE Group to connect more with groups in the rest of the nework | 31.01.24: LEAG represented at the Joint Network Session, further action
7 " Feb2a
21202 Y19 | delivery ofservices (14) __|to enhance the flow of nformation back and forth reauired A oo
Support the design and to send information about the disengagement survey to LE
7 Feb2a
2202 L2 | delivery of services (1) fouo Chair. DM | | e
Begin Transition Planning for DM as Chair
- Add alved expeirence co-chair, sharing with an NHS staff
Lived Experience Reference [ member or another person with lived experience.
7 Awai ing Group T Feb2a
27/11/2023 123 o e e . waiting refresh of SOB / Steering Group TOR u eb-2
someone with LE (e.g. governance, delivery lead etc.)
- if ot samene with |
Lived Experience Reference (Theme 1):Review LUANCE
31/01/2024 L2 | blehed (10) membership and create a small recommendation lst. Reach out "] Mar-26
P t0 My Self Management Highland
Lived 2 e
f wih G ard pian pext sieps Mar-24
31/01/2024 R | s n ar-2
Sunmort the designand | YNV are LE disengaging? (Theme 2J: Once the disengagement
31/01/2024 HREFL | 1P e report has been shared and next steps agreed, share action plan ] Mar-26
delivery of services (14)
and next steos with LEG
Support the design and (Theme 5
3/o1/2024 HREFL | delvery of services (14) | for homes to LC P Toam (Effisisaac Al Mar2¢
Progr n n ,
o | e [Frowamme mrsgsmencznd ﬁ‘ ot Network Srctrsand Govarancs o 1E T . —
Support the designand | Contact non-attendees to give them a deadiine for a response
30/10/2024 L4 | delivery of services (14) | otherwise thev will be removed s members from the arou. Alhighighted members contacted for 4 response. | Dec24
Support the design and encouraged members to read the Allance Report on
30/10/2024 Leay |Supbort e desienane l crcoureee I " send out again to members along with action log ] Dec24
| etter to Boards from Lived Experience Group to be circulate to
30/10/2024 [EE v Oversight Board and pfor w Dec2d
& ratifcation before being issued to Boards.
Support the designand | LEG to participate in the development of plans for engagement
30/10/2024 149 | delivery of services (14) | event hefore end of financial vear. | Dec24
Sunportthe designand |40 Improvement of Public Health messaging about the nk
30/10/2024 S0 | emices (18) between Covid Infections and developing Long Covid to SPSE Added to SPESE Agenda for 21/11/2024 ] Dec24
asends.
fence Ref
27/11/2023 Lezp | Ve EXPErence REIGIENCe | 1ncrease the membership of the ved experience group See Less Al Feb2s
Consider how we can share more information about services
Support the designand [ avaiable for Long Covid, e.g. s public health message, wider
30/10/2024 LEas Added to LE Agenda Q1 2025 AL Dec2d
/or delivery of services (1) [ publication of the Annual Report and Sustainabilty report on the genda @
website. This also relates to LE43 ab
to getin touch with ALIANCE to collaborate on extending the
Support the designand [ Invitation to the LE webinars to those who had shown interest in
20/01/2025 Less This is against Information Governance 5o this action will be closed Mar25
/o delivery ofservices (14) | the long COVID research symposium, to help reach a wider & 1
audience.
The Lived Experience Engagement Group is to make a
tathe
Support the designand | reviews ts Equaliy Impact Assessment (EQUA), updatesitin line | All Boards have their own EQIAs and there was an ask of the SPBSE to
20/01/2025 = Mar25
/o delivery of services (14 with currentlegsation, and then seeks to communicate the make sure these were n place in Boards, u
need for, and the collations of, equality impact assessments from
eaith R
text around reconnecting with the Community
20/01/2025 Lesz [Semport e desn ‘[31";’ Engagement arm of Healthcare Improvement Scotland to be: ScotGov in contact directly with SM Network Mar25
elivery of services (18] | shared with Scottish Government
orogramme management and | ETPIOVer Pack documents produced by the Vocational Rehab
20/01/2025 [ & group to be distributed to the LE group for their feedback once Sent aut for consultation 1-15th Aprilto Network. ] Mar25
governance (29)
ratified by the VR erous.
The LEG are in favour of a ange of communication modes (
Support the design and v
20/01/2025 = Closed Mar25
/o in addition to the website, in order to fully exploit the ongoing |

delivery of services (14)

work of the Network
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Date Added| 1D _[Business Case [Action ‘Action Update Completion Date | _Status | Potential Risks and Mitigation
Increase LEG membership (Theme 1): Scope out ived experience local groups and invite them to join
i f i the . if i il Py
31/01/2024 | 45174 | 1ved Experience Reference Group established the network. Ask SPG i they have a C Lived Experience Group on their network, being mindful [l /Programme o
(10 wording is understanding of the fact that some health boards may not have, or be aware of, L LE Team
Groups in their board
suggests Network could put together a HB Pathway guide from Boards to see what's available. | Added to SP&SE
30/10/2024| LE43 [Support the design and delivery of services (14) [Having a breakdown of what people can access in the boards can be really helpful. This idea i to be Agenda for [} Nov-24
added to the SP&SE agenda to discuss. 21/11/2024
suggested approaching other groups that we maybe haven't gone through to seek
30/10/2024| LE45 [Support the design and delivery of services (14) [further contacts suggested a few). to put forward of any| AL Dec-24
other groups we should consider contacting.
Lived Experience workstream to (re)engage with Senior Advisor of HIS to discuss iitial findings, group
29/01/2025| LES3 [Support the design and delivery of services (14) |aspirations, and to seek guidance as to how to engage with the Community engagement leads across On hold Chairs Mar-25
the health boards to make a real difference in terms of provision by territorial boards.
DM to create a recommendation to go before the Steering Group about the reintroduction of a Public | (-
Health Campaign, or Public Health Messaging, the need to signpost to services, and for NHS inform to o
29/01/2025| LES4  |Support the design and delivery of services (14) paign, or Pu Eing &P " comply with this oM Mar-25
include information relating to Children and Young People, and not just adults. This should be in line .
with the UN Convention in the Rights of Children. policy
Lived Experience workstream to put an ask in to Boards with active long COVID websites if they can | This will be added
29/01/2025| LES7 [Support the design and delivery of services (14) |include information on Lived Experience and how constituents can get involved in peer groups or to SP&SE agenda '] Mar-25
giving feedback to Boards to influence future service delivery. for 13/02/2025
LEEG to examine ways in which they can increase the membership of the lived experience
29/01/2025| LES8 |Programme management and governance (29) v v P P On hold AL Mar-25
group, particularly involving those people with long COVID.
s looking for feedback from the SO&PB about their role in providing signposting for long COVID
09/05/2025 | LE60 |Support the design and delivery of services (14) [ ® " Providing signposting ® Network Team k25
and long COVID services, and what they can do to further promote this.
if |
09/05/2025 | LE61 |Support the design and delvry of servces (14) | 70U Members toem — at ScotGov if they have any additional questions about 2025/26 L Ji2s
funding, the extra £4.5M, or future long-term conditions strategy.
09/05/2025 | LE62 _|Programme management and governance (29) ] to ook to approach potential candidates for co-chair position and update u a the next meeting. ] k25
A one hour meeting is to be arranged for the LEEG to talk through benefits of the programme and Scheduled for
09/05/2025 | LEG3 | Programme management and governance (29) \je_. 1 ieared and these to be added to the programme documents. 06/06 1-2pm | Juk25
14/8/2025 | LEG4 | Support the design and delivery of services (14) |\, 1.2 o tno natwork delivery plan with this group for information v
14/08/2025 | L£65 | Programme management and governance (29) | 1, oo a foedback on Lessons Learned and Bonelits survey AL oct-25
14/08/2025 | LEG6 [Support the design and delivery of services (14) [IU to check what information can be shared with the LEEG around allocating long term conditions funding to " Oct-25

Open




	Closed Actions
	Live Actions



