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What Marie Curie
When Tuesday 30 July, 15.30—16!8
Where Marie Curie Hospice, 133 Balornock Road, Glasgow, G21 3US

, Associate Director of Strategic Partnerships and Services
(former Palliative Care specialist)

Who , Policy and Public Affairs Manager, Scotland
, Head of Operations
Engagement at a strategic level
Why gag g
Key 1. Looking to build a mutually beneficial relationship
Message(s) 2. Fa(?e to face meetlng to undelrstar]d their insight into poverty at the end
of life or for those with a terminal illness
Official
Not required
Support
Agenda No

Background | Marie Curie is the largest independent provider of end-of-life care and
the largest charitable provider of hospice care beds in Scotland. They
have a hospice in Edinburgh and Glasgow, along with providing expert
home hospice care for people in their own home or in the community in
31 out of 32 local authority areas in Scotland.

Marie Curie works closely with politicians to inform, influence and
improve policies and strategies in Scotland for palliative and end of life
care. They are currently campaigning on Poverty at the end of life in the
UK, with recommendations aiming to address the issues that are
pushing people with a terminal iliness into poverty and in 2022 launched
its “Nobody should die in poverty” campaign.

Social Security Scotland:

e Our engagement with Marie Curie has mainly been around policy
as they do not provide welfare rights support to clients. Welfare
rights support is subcontracted out to other organisations such as
Citizens Advice, Maggies, Macmillan Cancer Support, Money
Matters etc. (N.B. You are scheduled to meet with MacMillan on
301" August)

The National Engagement Team have previously met with
(Executive Director for Research and
Policy at Marie Curie UK). This was an introductory call to
understand sentiment of our Special Rules for Terminal lliness
policy and processes. They were content with policy intent and
how our new definition of terminal iliness differed in comparison to
that of the Department for Work and Pensions.
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® i was involved in early engagement with agency to shape the
new definition with the Terminal lliness Stakeholder Reference
Group and Short Life Working Group and was glad to see her
contributions ‘bearing fruit’.

e Marie Curie are members of the National Implementation Group
on Terminal lliness, which is attended by

e This group was formed following the work of the Terminal lliness
Stakeholder Reference Group and the Short-Life Working Group
on Terminal lliness and is chaired by Public Health Scotland.

e Official support is provided by SSD Policy,

e Social Security Scotland; Health and Social Care and
National Engagement Team also attend the meetings.

e The National Implementation Group is to ensure the smooth
implementation of the new terminal illness definition for the
purpose of accessing disability assistance in Scotland (CDP, ADP
and PADP, when it goes live).

e The group, comprised of clinicians and wider stakeholders, is
providing support for the refinement and application of the Chief
Medical Officer's guidance and the evaluation of its
implementation.

Additional See annex below on Special Rules for Terminal lliness (SRTI) —

notes due to Marie Curie‘s input to Special Rules on Terminal lliness, |
thought it pertinent to include.

Suggested 1. How would Marie Curie like to maintain relationship going
forward?

question(s)

Annex — Extract from National Impletion Group Minutes, May 2024

Dignity, fairness, respect.
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SRTI Evaluation

, Principal Research Officer in the Scottish Government, provided an
update on the progress of the SRTI evaluati

The evaluation will take a mixed methods approach to find out:

e how the new terminal illness definition and CMO guidance have been
understood and experienced by Register Medical Practitioners and
Registered Nurses

e how changes to the definition and guidance have impacted on Social Security
Scotland’s caseload

e how SRTI clients and those who support them experience the process of
applying for disability benefits

e the impact of the SRTI provisions on clients’ experiences and outcomes

Officials are currently undertaking scoping work, which includes development of a
logic model. This provides a framework for the evaluation, outlining the policy
commitments, aims, and short, medium and long term outcomes. Officials will also
develop a data map of existing data sources against the outcomes and identify where
primary research needs to be conducted, and where existing data can be used.

Officials have been engaging with DWP officials, including the lead researcher and
the lead clinician, to find out what they learned from a similar DWP evaluation that
was undertaken a few years ago.

Once the logic model has been sense checked internally, officials are keen to share
this with the NIG for further review. They offered members the opportunity to attend
a workshop to go through and discuss the logic model. Alternatively, the logic model
could be circulated so members could provide comments/feedback via email.

The Chair advised that workshops tend to be a more effective method and asked if
any members would like to volunteer
ﬁagreed to attend a workshop to go through the logic model.

Officials confirmed that this evaluation is being conducted under the Disability
Benefits Strategy and there is a commitment that all evaluations are public. The logic
model will be published, along with the outcomes and the evaluation results.

Officials also confirmed that there are no set timescales for each stage of the
evaluation, however they are aiming to have the project completed by the end of this
Financial Year.

Live issues for SRTI

Applications coming in through the ‘wrong’ route

Officials highlighted that two thirds of SRTI applications, for both CDP and ADP, are
coming through the ‘normal rules’ application route instead of the faster SRTI route.

Although this is not impacting processing times, the client journey could be improved
if the majority of terminally ill clients were coming through the faster, dedicated SRTI
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route. Officials asked members for their input on erminally ill clients may be
coming through the normal rules route, and what could be done to improve this.

Members suggested the reasons for this ma_

e miscommunication — clients process information (such as a diagnosis)
differently to clinicians

¢ the social security system can be difficult to navigate and a lot of clients don’t
have a benefits advisor to assist with an application

e some clients may not be fully aware of their condition because information
hasn’t been relayed to them properly

¢ clients may take the more optimistic (‘normal rules’) application route

Officials confirmed that applications coming through the normal rules route are
coming directly from clients rather than third sector organisations. Members
suggested officials find out which conditions are most commonly recorded on
applications coming through the normal rules route. Officials confirmed that cancer
is the most common condition, but they can look into this further. Members also
suggested officials find out the number of applications coming through the normal
rules route for each health board area. This could be flagged to health boards who
can help raise awareness of this issue and promote the faster SRTI application route
for those who are eligible to apply under the special rules.

Members suggested that there needs to be some consideration of the type of
language frontline staff are using to ensure it is easily understood by patients. In NHS
Tayside, there is a LearnPro module for new staff on how and when to complete a
BASRIS. This type of training could be used on a wider basis, outside of a clinical
setting.

Members flagged that within secondary care, there is no awareness of whether a
patient has had a BASRIS form completed for them. If this information was visible to
secondary care clinicians, they may be able to pick up on this when it's been missed.
This would also improve the care that could be given to the patient due to recognition
of their terminal illness.

Members highlighted that they are currently trying to introduce ReSPECT
(Recommended Surgery Plan for Emergency Care and Treatment) forms. It was
suggested that a question on terminal illness and BASRIS form completion could be
included in this.

Members suggested that officials make the Chief Social Work Officers (CSWO)
aware so that they can pass information to their staff.

offered to speak with the specialist benefit advisors at MND Scotland as they
have had experiences of clients engaging with them having already applied through
the normal application route. If members have any further suggestions or information,
this can be shared directly with

Action 3: Officials to work with the stats team to find out more about applications
coming in through the normal rules route instead of the faster SRTI route.
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BASRIS forms being provided verbally over the e

Social Security Scotland confirmed that over 40% of SRTI applications in the last
year have required a verbal BASRIS. Itis pr(—1at practitioners end the BASRIS
phone call by asking the clinician to submit the paper BASRIS form afterwards; if the
form is completed and submitted to Social Security Scotland within 28 days the
clinician can claim a fee. However, 74% of verbal BASRIS calls do not then result in
a BASRIS form being submitted to Social Security Scotland.

This does not affect the processing and payment of an SRTI application but is not
ideal and suggests there is no BASRIS form in the patient records. The CMO
Guidance states that a written BASRIS should be provided to Social Security
Scotland. Clinicians are required by legislation to follow this guidance.

Members flagged that submitting clinical information to Social Security Scotland over
the phone presents a risk to clinicians: they are required to provide sensitive personal
information but cannot identify the person they’re talking to. Officials confirmed that,
when contacting a clinician, Social Security Scotland staff can leave a message and
ask the clinician to phone Social Security Scotland back to confirm they are who they
say they are. Officials also confirmed that calls are recorded, however these could
not be used as a record, because what is transcribed from the call could be
inaccurate and misleading. Additionally, the recordings belong to Social Security
Scotland and it is the clinician’s responsibility to store a copy of the BASRIS form for
the patient record.

Members highlighted the clinician shortage and that the current process (verbal
BASRIS followed up by a written form) is duplicating work. It was suggested that this
could be solved by using email instead. This would be simpler for clinicians, it would
take up less of their time and there would be fewer data protection concerns.
Members also highlighted that email is currently used by other agencies such as
National Records of Scotland and NHS Scotland for forms such as a Death
Certificate.

Update on the email pilot

Officials confirmed that over the recent six month pilot phase, 20 emails were sent
from the dedicated mailbox. This pilot had a limited scope and was part of an
escalation process only to be used in certain situations where phone calls and clerical
letters had failed to result in a BASRIS being provided. The team responsible for the
mailbox thought this was a useful communication method and would like it to
continue.

The six month pilot has ended and therefore no emails are currently being sent to
clinicians. There will be a period of evaluation, and work will be carried out over the
next few months to establish whether email can continue to be used.

Members agreed that email should be used on a wider basis to collect missing
BASRIS information, instead of phone calls. It was highlighted that in other settings,
telephone is becoming the least common method of communication, so moving to
email would ‘future proof’ this process.
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Members agreed to write a letter to Social Security Scotland expressing the group’s
feeling about the need for a permanent email solution. This letter will quote some of
the statistics mentioned during this meeting_ will highlight some of the DWP
benefits for which email has been successfully used. It should state the group want
the email issue to be looked into urgently; members would be happy to engage with
officials to help get this in place. The letter will be drafted by officials. It will be sent
from the Chair and signed by all members.

Members also flagged an issue with the SR1 form: a copy can be requested by email
for those with a secure email address. However, members gave an example of an
email request not being answered and the organisation having to wait 10 days to
receive a paper copy. This could be because the email address used was not
considered a secure address. Members suggested that this should be clarified with
the DWP because the process previously used for the DS1500 should be used for
the SR1 as well.

Action 4: Officials to draft a letter to Social Security Scotland expressing the group’s
strong feeling about the need for a permanent email solution.

Action 5: Officials to enquire with DWP about the digital routes for requesting an SR1
form.

Update to Operational Guidance on Harmful Information

Officials confirmed that the Harmful Information operational guidance has now been
updated. In ‘harmful information’ cases where a client has asked Social Security
Scotland about the level of their award or information provided by their healthcare
professional, they will be referred back to their clinician: Social Security Scotland
must not inadvertently disclose a terminal iliness diagnosis that has been withheld by
the clinician.

Updates to the guidance ensure clinicians are informed/pre-warned when a client has
approached Social Security Scotland about their award/diagnosis and has been
directed to get in touch with their healthcare professional for further discussions.

Agree priorities for future meetings

The group agreed that the next meeting would be scheduled for end of
August/beginning of September.

Points to be covered at the next meeting include:

Update on the email solution

Outcome of the Slido questionnaire

Update on the SRTI Evaluation Logic Model

Update on progress to reduce the number of terminally ill people applying
through the normal rules route instead of the faster SRTI one.

Action 6: Officials to arrange a date for the next meeting.
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Any other business and close

Members were informed that this would

be last meeting as Chair and as a
member of this group. Officials thanked or her significant contribution to the
work of the group.

B Consultant Neurosurgeon & Department Chairman, will be Chair
of the NIG going forward. * Scottish Strategic Nursing Leads for
e

Palliative Care at NHS Grampian, wi ice Chair.

The Chair thanked members for attending and closed the meeting

Dignity, fairness, respect.





