
Description/Method: Our objective was to identify the strengths and
weaknesses of the current Paediatric Rheumatology shared-care serv-
ice at our DGH and to provide an action plan for improving the service.
Children and young people looked after by our DGH for a rheumatologi-
cal condition, on immunosuppressants, whose care was shared with
the tertiary centre were selected. Data collection was done via one-to-
one telephone interviews with families based on a semi-structured
questionnaire including the following four themes:
1. Views of shared care rheumatology.
2. Blood tests and the blood monitoring experience.
3. Medication related issues: obtaining, collecting and giving medication.
4. Views on transition to adult care.
The questionnaire was produced jointly by a paediatric doctor, the lead
paediatric pharmacist and the lead nurse for the paediatric day unit,
who is involved in blood tests, blood monitoring and delivering immu-
nosuppressant medication. The questionnaire was piloted and modi-
fied. Interviews were conducted by a doctor not involved in the routine
shared-care service to encourage honest answers, and to reduce
observer and investigator bias. After data collection, quantitative and
qualitative analysis (thematic analysis) were performed. Strengths and
weaknesses of the service were identified.
Discussion/Results: 20 patients met our selection criteria and all 20
responded. Questionnaires were completed between April and July
2020.
On average, in the last year, patients visited their local DGH 2.5 times
and their tertiary centre 2.9 times. 75% of these visits were outpatient
appointments.
Shared Care

The following issues were identified by families through thematic
analysis:
1. Proximity to home for appointments was important. The local team is
responsive to their care.
2. Many appointments over both centres and missing school for
appointments was a concern.
3. Local and tertiary centres don’t always share information.
4. Most families were happy to visit both hospitals.
Blood Tests

Blood testing was split between the GP, the local DGH, the tertiary hos-
pital and community nurses. Blood tests were usually performed every
2-3 months. Families spoke positively about the blood testing experi-
ence. The suggested improvements were:
1. Proximity to home for blood tests to avoid missing school.
2. Better communication of results between hospitals.
3. A record of blood test results to keep at home.
Medication-Related Issues

70% of our cohort were taking methotrexate, and 20% were taking bio-
logic medications. Prescriptions were provided by the GP, the local
DGH and the tertiary centre.
Issues identified by families were:
1. Barriers to collecting medications (e.g. unhappy to leave the house
due to COVID-19; unsure where to collect medication from; problems
with obtaining prescriptions from the GP).
2. Better communication needed between hospitals about when new
medication will start.
3. Patients would like to reduce the pain of the injection.
4. Methotrexate has too many side effects.
Transitioning to Adult Care

Most young people (60%) preferred to stay local to home and move to
adult services at their local DGH, if there were to be an adolescent serv-
ice with overlap between paediatric and adult services.
Key learning points/Conclusion: The strengths and weaknesses of
shared-care rheumatology were identified by families at our DGH.
Strengths were that families felt both the local and tertiary centres
played a necessary role in care. Weaknesses were that families had
many appointments over both centres and missing school was prob-
lematic. Some families reported communication between hospitals
could be improved.
The paediatric MDT proposed a list of quality improvement
interventions:
1. Set up a one-stop Paediatric Rheumatology Super MDT clinic, to see
the physiotherapist, ophthalmologist, paediatrician and pharmacist, if
required, all in one morning. 2 one-stop clinics ran in March and May
2022. It is estimated that this super MDT clinic will save 3 to 4 DGH vis-
its per year.
2. Obtain remote access to the tertiary hospital computer system for
the local Paediatric Rheumatology team. This will improve communica-
tion between hospitals.
3. Encourage patients to view letters and results from the tertiary centre
through the tertiary hospital patient app MyGOSH. This will improve
timely information sharing.

4. Set up an MDT meeting with the day unit nurse and pharmacist every
2 months to discuss each patient requiring hospital prescribed
medication.
5. The clinician to liaise with families around improving injection techni-
que, and to discuss measures to mitigate side effects of medications.
6. Establish a system for posting medication to parents by pharmacy.
This is in place as of August 2020 with an aim of reducing barriers to
collecting medications.
7. Explore transitioning to alternative adolescent care closer to home.
Our next steps will involve re-assessing if the interventions above have
helped improve communication with the tertiary hospital, whether they
have reduced the number of appointments, and whether medication
concerns were resolved. We believe that this innovative project has
improved patient access to appointments, as well as their experience
of the shared-care service.
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Introduction/Background: Embedding research into clinical practice
has many benefits, with research-active healthcare settings reporting
better clinical outcomes and improved staff recruitment and retention.
This is recognised by the NHS who aim to ‘build the capacity and capa-
bility of our current and future workforce to embrace and actively
engage with research’. In spite of this, clinical academic capacity
across the NHS remains challenging; the number of consultants work-
ing in clinical academia has declined in recent years and there is con-
cern about lack of academic progression for non-medical professions.
Reported barriers include clinical pressures and lack of dedicated time,
individual skill and confidence.
Description/Method: Our aim was to gather information about
research exposure across the Paediatric Rheumatology multidiscipli-
nary team (MDT), including paediatric trainees (rheumatology grid,
rheumatology spin and level 2 trainees), clinical nurse specialists
(CNS), advanced nurse practitioners (ANPs) and Allied Health
Professionals (AHPs).
We initially sought to identify if trainees were receiving adequate research
opportunities during their training. A pilot questionnaire was distributed,
and results collated and presented at the Spring Clinical Studies Group
(CSG) annual meeting. Feedback was received from both questionnaire
respondents and the CSG. Following this, we modified and broadened
the scope of the questionnaire to include the Paediatric Rheumatology
MDT, with the aim of comparing experiences across the MDT. This was
developed using an online survey platform with the link distributed via
email and messaging groups for trainees, AHPs and CNSs.
The aims of the modified questionnaire were to;
1. Understand the current research experience across the paediatric
rheumatology MDT and identify barriers and ways to support participa-
tion in research.
2. Identify if individuals wanted more exposure to research and what
specific research skills they would like to develop.
Discussion/Results: There were 34 respondents: 14 (41%) paediatric
trainees (7 grid, 2 spin, 2 post-CCT fellows, 3 level-2 trainees), 14 (41%)
CNS, 4 (12%) AHPs and 2(6%) ANPs.
Across the MDT, 19 respondents (56%) agreed they had adequate
opportunity to be involved in research, of which 7 (21%) strongly
agreed. In terms of research exposure, 22 (65%) have undertaken post-
graduate degrees, 5 (15%) PhD, 9 (26%) MSc, 5 (15%) diploma and 6
(18%) postgraduate certificate. Eight-respondents (24%) had taken
time out to develop research skills.
Research experience:

18 respondents (53%) have been on the delegation-log for clinical
trials. 20 (59%) have contributed to data collection for National
Registries. 23 (68%) have given a poster/oral presentation at national/
international conferences and 15 (44%) have published in peer-
reviewed journals - the majority trainees (n¼ 11,73%).
Research training:

51% report adequate training in critical appraisal, 48% in literature
review and 40% in consent; fewer reported adequate training in

https://academic.oup.com/rheumap i61

POSTERS



designing research projects (21%), ethics applications (21%) and stat-
istical analysis (23%).
Further training would be desirable in:
• designing research projects (68%);
• discussing research with patients (65%);
• statistical analysis (49%);
• critical appraisal (40%);
• literature search (37%).
Future research involvement:
94% would like more opportunities to be involved in research. In the
future, 63% would like allocated research time, 6% to be mainly aca-
demic (1 CNS, 1 trainee) and 12% to be full-time clinical (1 spin, 1 level-
2 trainee, 2 CNS).
Barriers to research:
Free text answers were used to gather information and common
themes identified included lack of:
• time/heavy clinical commitment (60%);
• supervision/support from seniors (9%);
• local resources (9%);
• research funding (9%);
• awareness of projects (12%);
• research skills (9%).
Encourage participation in research:
Common suggestions included:
• protected research time during training/career (35%);
• further research training (21%);
• earlier awareness of projects/trials (18%);
• Increased support from more experienced colleagues (15%);
• improved collaboration/networking (12%).
Key learning points/Conclusion: This survey provides an interesting
insight into the research experience throughout the Paediatric
Rheumatology MDT.

It is encouraging that within the Rheumatology MDT 56% of respond-
ents reported that they have had adequate opportunities to be involved
in research and the majority have presented or published their
research. However, 94% have reported they would like more opportu-
nities to be involved in research. Lack of time was reported as the most
common barrier to research involvement; this finding is consistent with
the British Society for Rheumatology’s 2019 ‘Paediatric State of Play’
report. Additionally, significant numbers report they would like further
training in research skills. Academic writing for publication was noted
as a particular area of concern for nurses and AHPs.
We advocate for further research opportunities throughout the MDT.
For Rheumatology trainees, it was suggested that research skills be
incorporated into the curriculum, with dedicated time allocated to gain
experience and contribute to research. All members of the MDT may
benefit from research skills training courses, although this would need
to be carefully considered, given lack of time and resources were com-
mon barriers reported by respondents. Several professionals reported
lack of support or supervision from seniors and suggested the benefit
of mentoring networks.
A weakness of this study is the relatively low number of respondents;
the survey remains open and we intend to collect further data to maxi-
mise representation across the MDT. Additionally, there is potential
bias, with individuals with a research interest possibly more likely to
contribute, meaning research experience may be over-represented by
this sample of the MDT. Also, representation from AHPs was limited
compared to paediatric trainees and CNS.
Further work is needed to understand research experience across the
MDT, however this initial survey is a valuable first step in encouraging
discussion of MDT participation in research.
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