











Tips for encouraging ‘physio’
exercises

- Allow days/weekends of f

+ Use star charts for younger children

* Make exercises into games

* Use music tapes to exercise to

+ Join in yourself or get other
children to join in

* Don't let it become a
big issuel

Key Points

+ Health should be considered in broad

terms

+ Staying healthy is important for

everyone

* Having arthritis shouldn't stop you

being healthy




TRANSFER TO AN ADULT
RHEUMATOLOGY CLINIC

What’s the big deal?

Dr Richard Williams
Consultant Adult Rheumatologist
With an interest in children’s joints!!(and children)
Hereford Hospitals NHS Trust

How likely am I to have active arthritis as
an adult?

*About 40% of children with arthritis (JIA)
have active disease at transition to adult
services

Differences between adult and paediatric
clinics
+ Paediatric + Adult

— Individual focused

— Focuses on health
specifically

— Family-orientated
— Developmental aspects

considered - .
. X — Less communication with
- Coqrdlnatlpn with school and workplace and social
social services services
— More help with treatment — More accepting of
regimens treatment refusal
— More trainee supervision — Less trainee supervision
_ Paternalistic — Shared treatment

decisions with patient

Transfer vs Transition

« Transfer + Transition

— More complicated

~ Ata certain age — Multi-faceted

(16ish) the patient approach attending
is formally handed 531 Hég(‘-:i,lgg%lSOClal,
ucational,
over to an adult vocational needs
physician - Dodeg n?t happen
_ suddenly an
Happens suddenly requiresyplanning
— May not be — Involves patient
comprehensive and family

What makes for a successful transition

* Actual age

+ Maturity

* Health of young adult

+ Willingness to look after self

+ Independence

+ Availability of transitional care
and planning

+ Patient (and family) readiness

And

Availability of an adult rheumatologist who
likes young people (and who is liked by young
people)




Difficulties in helping young people
with arthritis

Difficulties in helping young people with
arthritis

“l would there were no age between
sixteen and three-and-twenty, or that
youth would sleep out the rest; for
there is nothing in between but getting
wenches with child, wronging the
ancientry, stealing, fighting.”

The Winter’s Tale. Actl11, Scene 111, 58-62
William Shakespeare

Models of Care

Paediatric rheumatologists see children and transfer
to adult services at about age 16

As above but with Transitional process and clear
documentation of hand over.

As above, but adult rheumatologist comes to
transitional clinics.

Adult rheumatologist engages in paediatric
rheumatology from outset, in conjunction with
paediatric rheumatologists.

The perceived quality of health care for young
people with JIA and their l;l)arents was
significantly lower than what they would like.

Satisfaction with many aspects of care during
transition from paediatric to adult services
can be improved through the implementation
of a structured, coordinated programme of
transitional care.

Some facts

Table 1 Issues specifically addressed in individualised
transition plans for young people with juvenile idiopathic
arthritis

Health fransifions
Arthritis
Knowledge, treatment, outcome
Pain and fatigue management
Independent calls/visits, self-medication, adherence
Procedural pain management including intra-articular injections
Self-management when travelling away from home
Generic health: exercise, sleep, sexual health, smoking, alcohol,
recreational/illegal drugs
Home transitions
Chores, independence, self-care, benefits, mobility, driving, social and
peer support
Educational/vocational transitions
Gareer plan, work experience
Impact of arthrifis, disclosure

Young peoples satisfaction of transitional
care in the UK

Young people and their parents rated
provider characteristics more important
than aspects of the physical environment
or process issues.

Staff honesty and knowledge were rated as
the most essential aspects of best practice.

K. L. Shaw, T. R. Southwood and J. E. McDonagh, on behalf of the British Society of Paediatric and
Adolescent Rheumatolog
Child: care, health and development, 33, 4, 368-379, 2006




Fears of adolescents

Everything all adolescents are afraid of
PLUS
What’s going to happen to me now?
— Will the new doctor be a “loser”?
— Will he/she communicate with me at my level
or talk up or down to me?

— Will my family still be involved and what if I
don’t want them to be?

— Will there be a helpful team that understands
my problems?

— Does the team know what it’s doing?

‘Who do I contact in an emergency?

Can I change teams if I'm not happy?

What happens in an adult clinic?

You will need to let the receptionist know you have
arrived and ask if your address, telephone number
or doctor has changed since your last visit.

+ They may ask who your next of kin is which may be
your mum or dad.

» Then they will tell you where to go.

+ If you don’t understand then ask

How will you cope in an adult clinic

* Asyou 1glet older you may want mum, dad
or another family to sit outside & relax or
something else
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while you have a chat with the doctors
and nurses in the children’s clinic before
they come in so you can get used to talking
to the doctors and nurses without them

Who will I see? A Doctor?

* Rheumatologist

» An SpR Doctor who is
training to be a
rheumatologist

* AGP who
has a special interest
in rheumatology




A Nurse?

* Someone who is a
registered nurse

who has experience

in rheumatology

and has undertaken

extra rheumatology training .

About the clinic

* Many clinics will weigh you, check your blood
pressure and your urine and may ask you to squeeze
a machine to check how strong your hands are.

* You may be asked to fill a form out asking you if you
find day to day activities difficult.
+ Then you wait...... '

* You may have to wait past your clinic time so take a
good book or magazine

What happens when you get called in?

* You will be asked what tablets or
injections you take. These include
prescribed by the doctor or any you have
bought yourself

* You will then be asked how you are and if
you have any problems

* You may be asked in more detail about
specific problems

* Then you will be examined.....just like
the children’s clinic

How will your family cope?

® Mums, dads or other family members may find it difficult
when you come to an adult clinic too

® They may have spent a lot of time worrying about you,
transporting you to appointments holding your hands
when it was scary and being there for you when you were
younger

¢ They may want to ask questions or say
something too

¢ You can ask for them to come in at
anytime or they can write their questions
down

® You may not get to spend so long with the
doctor in the adult clinic




Some other team members

And importantly You

Fears of Health Professionals

e Adult
— Recognition of concerns
of “new” patient

« Paediatric
— Sad to say goodbye

— May feel that they have a
— Worries about how hard act to follow
: B — May take time to build up
well patient will fare trust
— Patients may resist — Not every adult
f db rheumatologist may feel
transter and be comfortable dealing with
“difficult” to move on adolescents

— Lack of ev1dence base for
treatment in “grown up”
children’s arthritis

Outcome in adults with JIA. Comparison of
the DUTCH-AIMS2 between JIA and RA

» Compared outcomes for young people with
JIA and those with young but adult onset RA.

* RA patients scored worse than JIA patients in
all health status areas with the exception of
mobility.

* Overall, the health outcome of oligoarticular
and polyarticular adult JIA and young RA
patients was quite good.

Bruinooge LN; EI Moussaoui R; Taal E; Dijkmans BA; Van Soesbergen RM
Scandinavian Journal of Rheumatology, 2003, vol./is. 32/2(89-94), 0300-9742

So what’s good about transferring to adult
care?

» Some advantages:

Drugs used in JIA

- Antiinflammatory * Some evidence but not

drugs generally used
* Steroids — Sulfasalazine
» Methotrexate — Ciclosporin
* Etanercept/ — Leflunomide?

Adalimumab
» Anakinra




Drugs used for treating adult onset

arthrilis
Anti inflammatory drugs .
Sulfasalazine .
Hydroxychloroquine
Methotrexate .
Leflunomide
Ciclosporin *
Azathioprine
Mycophenolate Mofetil

Steroids
Gold??

+ Cyclophosphamide

Etanercept, Infliximab,
Adalimumab

Rituximab

+ Abatacept
* Tocilizumab

After School

 In college, learners can get additional
learning support which may be through
the learning support coordinator

 In university, students contact the
disability office for support.
There is often a Students with Disabilities
representative on the Students’ Union

People with JIA are smarter!!

Young people with arthritis
achieve well academically

Employment advice

+ A disability employment advisor at a
Jobcentre can advise you regarding

¢ And socially! support in work
* arthritis.org.uk
1oeRE
* NRAS PR
clibe
Can I drink alcohol Relationships

» Will I be able to lead a normal social and
sex life?

 Contraception/children/ marriage?




Will I be able to have a family? Welcome to adulthood!!
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