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Adolescent care: time for a rethink?
Janet McDonagh

Vi maste tanka pa att vara valkomnande for tonaringarna. Viktigt att tanka pa vems fragor det ar som
lyfts i rummet och lata ungdomarna ta sin tid for att formulera sina fragor.

Nar man arbetar med ungdomar ar det viktigt att man lyfter blicken och ser till helheten. Hur
fungerar det med den reumatiska sjukdomen i férhallande till biologiska, Psykologiska och sociala
aspekter. Det dr ocksa av stor vikt att man har kunskap om hjarnans utveckling under ungdomsaren.
Detta for att ha forstdelse for hur ungdomar agerar i olika situationer. Det dr ocksa viktigt att lara sig
hur man pa basta satt kommunicerar med ungdomar. For att underlatta att prata med ungdomar om
kadnsliga saker ar det viktigt att prata med dem och tystnadsplikt och sekretess. Det finns olika
instrument man kan anvanda i samtal med ungdomar tex. HEADSSSSS H= home E=
Education/Exercise/ Eating A= Activities/ambitions D= drogs and alcohol S= sexual health S= suicide
and mental health S= sleep S= Safety S= social media. Ett annat instrument som kan anvandas ar
STEPP S= sexual maturation and growth T= Thinking E= Education/employment P= Peers/Parents.

Ungdomar med JIA avskyr att vara annorlunda och stravar efter att passa in och vara “normala”.
Ungdomarna onskar ofta att fa information och kunskap om sin sjukdom.

Transition handlar om att lara sig att ta ansvar for sin sjukdom och behandling samt att lara sig att
leva med detta.
"Transition - it’s not about arthritis it’s about living with it” voung person, Shaw KL et al. 2004
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« Trust and emotional safety as a prerequisite
for effective communication
« Importance of a sense of inclusion and
autonomy

Kim B & White K. 2018 (systematic review)
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. The transitional care needs of young people, health care teams and caregivers
are well described in the literature

+ Young people and their caregivers ranked research priorities re:
work, school or social function HIGHER than healthcare teams
Bitencourt N, 2022
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Physical exercise and health outcomes
Florian Milatz

Growing Up with...

Systematic review of qualitative literature

27 studies, 542 participants
Main themes:

« aversion to being different

« striving for normality

« stigma and misunderstanding
« suspension in uncertainty

« desire for knowledge

« managing treatment
Tong A etal 2012
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“We may have effective meds, but if they don’t take them....”
Biological
» Brain development

Psychological
« self-concept
+ cognitive thought
+ body image

Social

* relationships with parents, peers, others
* exploratory behaviours

* vocation

STEPP Developmental Assessment
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Skilj pa fysisk aktivitet och fysisk traning. Fysisk aktivitet &r alla rérelser dven de som man gor i sin
vardag. Till exempel ga till bussen eller gar i trappor. Rekommendationen ar 60 minuters fysisk
aktivitet varje dag. Manga barn och ungdomar méter inte upp mot dessa rekommendationer
Studien som presenteras visar att ungdomar i Tyskland som har JIA &r langt ifran att leva upp'tiII

dessa rekommendationer. Endast 18 % av pojkarna och 15 % av flickorna i aldern 14-17 ar nar upp till

rekommendationen.

* Globally, about g1
ral % of adolescents 1
years are insufficiently physically ac:iszdu

85% of girls and 78% of boys not meetin
recommendations on physical activity

WWw. Mvo.mt/news.wm\[lxtmtslde\aiv

7to 10years

18%
‘Wrﬁ 141017 years

ilatz F, et al. Annals of the Rheumatic Dise: 81977, Data from the mal Pacdiatric Rheumatologic Database (NP
s eumatic Diseases 2019;78 1977. Data lrom the National Pacdia Databs
hew i« (NPRD)



From Causes to Solution: Sleep disruption pathway in JIA and potential approaches from Clinical
management
Oussama Saidi

Patienter med JIA har mer somnproblem i jamforelse med jamnariga friska individer. Personer med
JIA har svarare att somna och vaknar oftare. Det finns olika mekanismer som underbygger
somnrubbningar hos patienter med JIA. Detta ar bland annat smarta och fatigue. Det ar ocksa vanligt
att JIA patienter har andra besvar som angest och depression och detta paverkar ocksa somnen.

Soémnhygien ar viktigt. Finns inga specifika studier gjorda pa JIA patienter. For att upptacka
somnstorningar hos patienterna ar det viktigt att man tar upp detta amne och pratar om det. Ofta
missar vi att fraga om hur det fungerar med somnen for vara patienter.
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- Youth with JIA report more sleep problems compared to healthy controls. Pain = S (- ]
- No difference in sleep duration between youth with JIA and healthy controls. = Bromberg et al. 2012; 2014 wf;-m (""") =
- Youth with JIA experience greater difficulty initiating and maintining sleep B o et @) Pain -~
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Herrero Babiloni, A., De Koninck, B. P, Beetz, G , De Beaumont, L. Martel, M. O., & Lavigne, G.
pain: recent insights, mechanisms, and future directions in the investigation of this relationship.
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Mechanisms underpinning sleep disturbances i
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36% of JIA patient

Bulter et al, 2016 ; Kayan et 12018

4% of JIA patient

Bulter et al. 2016

Fatigue

Armbrust et al. 2016
Bromberg et al. 2014
Butbul Aviel et al. 2011
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Objective assessment of methotrexate intolerance
Catherine Tranter

Mtx Intolerance Severity Score (MISS). Bedomningen kan goérs av sjukskoterskor i England. En
undersokning i England visar att det ar valdigt fa som kénner till och anvander sig av MISS. MISS
tacker inte in alla biverkningar som kan orsakas av Mtx. FOr att anvanda sig av MISS behdver
sjukskoterskan ha ganska mycket erfarenhet vilket kan vara en svaghet med instrumentet. Om en
mindre erfaren sjukskoterska anvander MISS kan biverkningar missas som en erfaren sjukskoterska
kanske hade upptackt.



Tonaringar rapporterar problem med illamaende 6 ganger oftare an vuxna. Ménga for patienten ;
jobbiga biverkningar kommer aldrig fram eftersom ingen fragar. Manga har till exempel problem me
nedsatt aptit.

lits of UK Paediatric Rheumatology CNS survey (87.5% response rate)
Only 17.5% have heard of MISS

ffects

a, vomiting, Bappetite, fatigue
Ing, irritability, classic con'ditioniné
rmezf;l)‘sal (BNFC202021, Kearstey Fleet et al. 2019,

headaches, diarrhoea,
, anticipatory nausea and
Khan et al. 2019, Bulatovi¢ et al. 2011, RON

The MISS (2011) tool:

¥ The only validated & published tool available,

¥ provides structure to intolerance assessments,

¥ lends itself for use during telehealth consultations,

% Didn't capture 5/9 most common side effects. (sirc 202122

X Didn't capture pharmacokinetic & toxicity profile.

X Didn’t capture 7/11 side effects reported by parents.

* Didn't identify 30% intolerant children,
Recommendations:

» Routine monitoring (toxicity) enec 2021-22, Fermara et al. 2018)

> 75% Intolerance = physical & chological (kearstey.
Kyvsgaard et al. 2020, m?ey!u\. zw)psy celcet Fes el

»> g Intolerance JIA (kyvsgaard et al. 2020, van Diffkhuizen et al. 2015, Bulatovic et al,
11).

> X6 Adolescents vs Adults = {nausea (raivey etal. 2017),

» An improved methotrexate intolerance assessment tool is needed,
» Resultsin © levels of non-adherence. (Falvey etal, 2017, Mulligan et al. 2013)

» Modifications to incorporate objective measures of methotrexate
i (e.g., and sub patient

Pain and fear related to long-term needle injections

Kari Sorensen
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Background |
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Needle-related pain and fear i - * The expressions and experiences of

The interaction and communication between e

the child and adults 3

needle-related pain and fear in

Just a little needle stick children with rheumatic diseases

How the procedure is managed
The use of evidence-based coping strategies

e S D * The child-parent-nurse interaction in
s training sessions |
Lack of research into long-term injection- . " * The families handling of the needie
based treatment e injections at home
2o { * Nurses' perception of their educational
role and prerequisites to perform the
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‘Guzman et al,2015, =
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Children often feared the needle-stick \

The stinging pain related to the injection was more bothersome l

How are pain and fear
communicated and managed

How do reguf

during training sessions and
performance of the first medical
injection?

Children commonly expressed fear indirectly as cues and nonverbal signs.

Acknowledging communication, addressing pain and fear, tended to involve |
the child in decision-makinj

Thematic Analysis; Interaction Analysis

Braun & Clarke, 2006, Terry et al,, 2017; Jordan & Henderson 1995




Paper II - Findings . Summary of the findings

_-_lmmmmmtam * Short hospital stays IlmltAthe combination of conducting the first injection
“"”"""““*.::’;:.".&"‘ [ and patient education at the same time

Administrating the first injection
* Coping strategies
. Acknowledging communication |

Patient education
Children continued to fear the needle stick ‘l Sl avid0s e eas =

* Web-based information channels

Challenges related to technical struggle and emotional distress j

Lacking information and guidance \

Coping strategies were used randomly

Fixed and repetitive routines.

Nurses’ need for pedagogical competence and communication skill

* The child-nurse-parent relationship
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Does ‘One-Stop’ Clinician Ultrasound Scanning Streamline

Management in Paediatric Rheumatology Clinics?

Introduction:
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Methods:

- Brief anonymous survey filled out by paediatiic.
rheurmatologists in a teriary centre wha
perlarmed an ultrasound scan in clinic
7 weeks af data collzction then analysed in [BM

Results: Conclusion:
38 survays were collected over 7 weeks. - Ouerall, substantial benefits 1a n clinic scannivg,
- Mean of 2.8 joints scanned per polient - Improved communication betneen parents,

paticnts and the Facdiatric theumatolagist
- Reduced radiology requusts and saved NHS
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FROM PAEDIATRIC

TO ADULT RHEUMATOLOGY CARE: HOW ARE
JDM PATIENTS DOING?

e
[

I} B

i




