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Rheum for Improvement
Parents’ Education Day

Held at Birmingham Children’s Hospital (BCH)
on Saturday 27th January 2007




The ‘Rheum for Improvement’ day was jointly organised by
Partners in Paediatrics (PiP)
and the Rheumatology Network Group

Parents of children and young people with Juvenile Arthritis were invited to this
event, which aimed to:

inform parents and carers about aspects of Juvenile Arthritis - the
diagnosis, treatments available and recent advances in treatment and
share ideas to support the issues around young people growing up with
arthritis;

explain the work that the Rheumatology Network group is undertaking,
and

provide parents and carerswith the opportunity to talk about their
experiences and concerns, and involve them in developing services in the
future.

The day was well supported, with 30 parents and carers attending, representing
19 families from across the West Midlands.

There were discussion groups which were extremely useful; the information
received during these discussions will assist me mbers of the network group to
develop services which will meet the needs of all families and children —
irespective of where they live.

Presenters were:

Dr Kathy Bailey - Consultant paediatric rheumatologist — Coventry and
Warwickshire

Dr Clive Ryder, Consultant paediatric rheumatologist - BCH

Dr Karen Davies— Consultant in general paediatrics and paediatric
rheumatology — Wolverhampton

Nicky Freeman & Pam Whitworth - Clinical Nurse Specialists - BCH
Janine Hackett - Senior Occupational Therapist - BCH

Bernie Johnston- Senior Physiotherapist - BCH

Julia Greensall - Partnersin Paediatrics

Ruth Upton- parent representative on the Network Group

Caroline Cox - from the Children’s Chronic Arthritis Association (CCAA)
Irene Bannister- from the Charity ‘Kids Like Us’

This report gives an overview of the information given in the presentations, the
feedbackreceived from the parents and a summary of the evaluation forms
completed.

All presentations given on the day are attached
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Background

Within the West Midlands there is inequitable provision of rheumatology services
for children— dependent on where they live.

A Rheumatology Network Group has been established (Terms of Reference
attached) which aim to address this issue and ensure that local, high quality and
safe services are provided for all children and families - irrespective of where
they live.

The Network involves the four centres at Birmingham, Wolverhampton, Coventry
/Nuneaton and Stoke on Trent. The Group is co-chaired by Dr Clive Ryder —
Consultant Paediatric Rheumatologist at BCH and Dr Karen Davies— Consultant
in General Paediatrics and paediatric Rheumatology at New Cross Hospital,
Wolverhampton.
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Network Group — Membership

# Dr Clive Ryder*, BCH

# Dr Karen Davies* - New Cross Hospital

# Pam Whitworth - clinical nurse specialist, BCH

# Janine Hackett — occupational therapist, BCH

# Dr Jon Packham - UHNS

# Dr Kathy Bailey - George Eliot Hospital, Nuneaton

# Dr Annabel Copeman - New Cross Hospital

# Julia Greensall — Project Manager, PiP

# Mrs Ruth Upton - Parent

# Staff from West Midlands Specialised Services
*Co-Chairs

Members of the Network Group want to develop the service taking into account
the views of the parents and, as far as possible, the children and young people
who receive the service.

Rheumatology Network Group 2



Rheum for Improvement — Saturday, 27t January 2007

Presentation given by Kathy Bailey — Consultant paediatric rheumatologist
in Coventry and Warwickshire

Kathy gave a comprehensive overview of Juvenile Idiopathic Arthritis (JIA).

During the presentation Kathy explored the possible causes of JIA, and explained
how, working together with the child & young person and their parents and
carers — a diagnosis is made.

Kathy described the various drug treatments available and the different
classifications of JIA, namely:

Oligoarthritis

Polyarthritis

Psoriatic Arthritis

Enthesitis Related Arthritis (ERA)
Systemic Arthritis

YVVVYYY

The association with inflammation in the eye - uveitis was emphasised. This is
usually without symptoms, hence the need for all children with arthritis to be seen
by the eye clinic for this to be identified and treated before damage occurs.

The important roles that each member of the multi-disciplinary team plays were
highlighted. The Clinical Nurse Specialist (CNS) plays a significant role -
particularly at the time of first diagnosis. The physiotherapist and occupational
therapist have important roles too, particularly with respect to disease education
and teaching self management.

It was clear from the information provided that delay in diagnosis and starting
treatment influences outcomes — an issue that was confirmed by the
experiences of many families present.

Looking to the future, the
aim is todevelop
information to target
effective drugs at the most
appropriate groups early —
to influence disease
progression and remission.

The aim is to offer the best
management and outcome
to ALL patients with JIA.
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Rheum for Improvement — Saturday, 27t January 2007
Presentation given by Nicky Freeman and Pam Whitworth — “The Three P’s
— Positives, Problems & Practicalities of Treatments for JIA.

Nicky and Pam’s presentation confirmed what many parents’ testify — that the
various types of medication available can be confusing.

The ‘Cascade of Treatments’ available were described — Non-Steroidal Anti-
Inflammatory Drugs (NSAIDs), Joint Injections, Second Line agents—- eg
methotrexate and new treatments like Biologics, eg Enbrel.

This was an informative and helpful presentation. By explaining the issues under
the headings of the ‘Positives, Problems and Practicalities’ of the treatments,
many of the confusing issues were clarified.
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Rheum for Improvement — Saturday, 27t January 2007

Presentation given by: Clive Ryder — Consultant paediatric rheumatologist
Birmingham Children’s Hospital

What’s Coming Up For Your Kids

Clive gave an interesting presentation, explaining how knowledge about why
children get arthritis and the way the immune system works influences the
development of new treatments. The role of genetics has a minor part to play
but is not easily influenced by treatment. Infection triggers the immune system to
become active and is felt to have some role, but it is not clear what this is and
more research needs to be done.

Clive explained that research from Birmingham Children’s Hospital is looking at
this, using the fluid obtained at joint injections.

He informed us about the new treatments being used in difficult to treat arthritis,
how they link to the immune system and what some of the problems are with
them including side effects, long term safety, cost and wider issues to do with
access to treatment in the current NHS.

One of the points raised - it isimportant to ask children how they would like their
drugs given.
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Presentation given by: Janine Hackett and Bernie Johnson.

‘Childhood to Adolescence - Facilitating emerging independence’

This presentation encouraged parents to consider the stages of development
children & young people go through and what can and cannot be done -

legally - at different ages!

Janine and Bernie described the issues that most young people face as they
move through the transitional stages from childhood to adolescence -
highlighting the additional problems that young people with JIA often face.

This was an extremely positive presentation, with helpful advice given to all adults

involved in the care of young people:

>

We were reminded that the young person with an illness is a teenager first

It is important that those adults involved with the young people have the
right knowledge - or access to professionals with the knowledge - to be
able to provide the right support for the young person when it may

become necessary;,

For parents to make an early start in encouraging children to be in charge

of their own illness— and to let them take partin choices.

and foremost — and their ‘condition’ is second to that.

The presentation concluded with some ‘Top Tips’ for parents of adolescents -

and some advice for the teenagers too!

Top Tips for parents of adolescents

Teenagers with J1A are young people first and foremost

Most Y.P with J1A will cope with adolescence as well or as badly as
any other teenager

Y.P with JIA may be more vulnerable than their peers in terms of
emotional and behavioural development

There are fewer positive role models for those with a chronic illness
Make an early start in encouraging children to be in charge of their
illness and let them take part in choices

Listen to their views about how they want their condition managed
1t will be more difficult to relinquish your role as a carer if someone
has been very dependent in their childhood years.

Y.P with JIA will want privacy that other teens have

A teen with a chronic illness will need the same info as their peers
about sex drugs and contraception

Be aware of voluntary organisations which may be able to help
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Presentation given by: Ruth Upton - Parent representative on the Network
Group

Ruth is a parent of a child with JIA. She gave a personal account of how difficult
it can be, as a parent, to see your child in pain.

Ruth made a number of points:

o Although itis important to work as partners with the professionals, it can
often be a lonely and bewildering experience - especially at first, when
coping with a diagnosis and dealing with medical terms.

0 Each parent and child is unique and each family’s perspective is
important; families will have different priorities and these priorities will
change as the child gets older and their needs change.

0 Many of the concerns however, are common to all families — it is
important to have access to the best treatment - irrespective of where
you live.

0 Ruth encouraged families present to use the day as constructively as
possible, giving their own point of view and saying what their particular
priorities are, in order to help plan appropriate services for children and
families in the future.

| Ruth shared with the meeting her child’s comment - “I want to be believed”.

Ruth then went on to encourage parents to express their views, due to the size of
the group “post-its” were passed around for each person to write a comment
about the following 2 issues:

1. What do you need?
2. What has helped and made the biggest difference to you?

There were a number of themes that resulted from these comments:

» Access to professionals who were able to make a timely diagnosis and
get treatment underway, as well as suppo rt parents and young people
through this difficult time

» Support with social and educational difficulties, and the need for peer
support of young people and their parents

» Equality and consistency of services, treatment and support
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Presentation given by: Karen Davies - Consultant in general paediatrics

and paediatric rheumatology - & Julia Greensall - Network Development
Manager, Partners in Paediatrics

Julia first explained that the organisation ‘Partners in Paediatrics’ (PiP) was
formally established in 1998. The driving purpose of the partnership is to “improve
the quality and accessibility of services for children.”

Karen described the work of the West Midlands Paediatric & Adolescent
Rheumatology Network. This was first established in 2003 - initially as the Pip
Paediatric Rheumatology group. In 2004, Terms of Reference were produced
(attached). In 2005, a survey identified the fact that there were dispatrities in the
services provided across the West Midlands region.

pip
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Overall Aim of the Network Group

To ensure the provision of excellent,
equitable and fully multidisciplinary care,
as locally as appropriate, to all children
with rheumatological conditions who live
in the West Midlands, regardless of their
location.

A number of sub-groups have been formed to address specific areas of work,
these include medical, therapy (nursing, physio and OT), and management -
looking at the development of business plans.

Karen highlighted the point that the Parents’ Education Day is not meant to be a
‘one-off’ event - the Network Group are keen to have ongoing involvement of
parents and families, both in order to share information and incorporate parents’
views on the shape of future services for paediatric rheumatology in the West
Midlands.
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Rheum for Improvement — Saturday, 27t January 2007

Presentation given by: Caroline Cox from the CCAA - Children’s Chronic
Arthritis Association

Caroline talked about this Charity which was formed in 1990. One fo the Patrons
is Professor Southwood from BCH and Pam Whitworth is the Editor.

There is an Executive Committee, with involvement from professionals and
parents. The Charity can offer families support in a number of ways:

Family Support weekends

Newsletter — The Joint Report

Information booklets — CHAT (Children Have Arthtitis Too)
The CCAA is supported by many fundraising events.

For further information, Caroline can be contacted on 01905 745 595 or by e-maiil:
info@ccaa.org.uk .

Presentation given by: Irene Bannister — ‘Kids Like Us’

Irene Bannister from “Kids Like Us’ talked about this small charity, based in the
West Midlands. The charity — which was started by a sponsored walk - is run by
volunteers. The remit is to raise awareness of juvenile arthtitis, support research
and produce leaftlets. They contribute to the Teenage Independence breaks
and can help with equipment needs.

For further information, Irene can be contacted on:

01214293788
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Summary of Discussion Groups

Parents were split into groups to informally discuss a number of issues and then
they reported back to the meeting for further discussion.

The groups were asked to answer the following questions:

» What are the 3 most important factors about the service offered to you
and your child/young person?

» What would you like to gain from the development of the network?

» Areas of inequality — what makes a difference?

» How canyou getinvolved?

These questions were asked in order to assess if the network group are
addressing the right priorities.

The most important factors raised were:

» Delay in diagnosis. This was an area of major concern to a number of
parents. In particular, concern was raised around the lack of
knowledge and ability to recognise JIA by other medical specialties -
including GPs and orthopaedic consultants. This often led to
prolonged symptoms prior to diagnosis, resulting in potential damage
to joints, unnecessary suffering and delay in the diagnosis of uveitis
which, in one instance, had led to significant damage being caused
to the eyes. This led to a lack of confidence in the local service being
offered.

» Equality of access to appropriate investigations (particularly MRI) in
order to facilitate diagnosis where necessary

» Information that was available at diagnosis to explain JIA, treatment
and what to expect. Emphasis was made of the advantage of having
additional support from nurse or consultant at time of diagnosis

» Telephone access to consultant or nurse for advice with any concerns,
particularly as felt GPs often reluctant to deal with any issues once
diagnosis made

» Rapid and effective treatment

» Coordination between all professionals involved in care
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A number of areas were identified where there was inequality in service
provision:

>

Drug provision and delivery: This is very variable across the region.
Home delivery service is preferable as it avoids further hospital visits.
All to be able to give injections at home

Multiple appointments: These are often held in different departments
and sometimes in different hospitals. This can lead to more than one
set of notes being available and poor coordination between the
services. It would be preferable to have a “one stop clinic” where all
professionals could be seen during one appointment

Inequality of access to rapid joint injections under general anaesthetic

Support from nurse and other professionals is not available in some
areas

Issues identified that could be gained from the network were:

>

Education to other professionals to facilitate early diagnosis. On both
local and national agenda. Well recognised as an area of concern

Support with demonstrating concern regarding delay in diagnosis -
PALS available and independent for all patients. Chief Executive MUST
make a timely response to all complaints

Joint working among all the professionals to ensure equality of care

Standardised provision of drugs — methotrexate, enbrel (some had pen
injectors) and newer drugs

Access to therapists and cross geographical boundary working to
enable coordination of care and communication between
professionals

Parental, child and young person support:

Regular informative meetings— accessible to all around the region
Event for young people

Social events

Chat room/message board for parents and young people. This
would be secured with a password.

Network website

O O OO

o
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Areas where parents felt they could get involved:
» Local support to schools around small issues which are easily resolved
» Support for future events
» Communication and support between parents in “chat room”
» Feedback and further support encouraged as result of the ‘Rheum for

Improvement’ event.

From the many comments made during the course of the day, it was clear that
many people had not appreciated that there were differences in the care
provided and what could be expected of the service. The network aims to
reduce these differences.

The comments also confirmed that the issues the network group is addressing
are priority areas.

Summary of the Evaluation Forms completed:

19 FAMILIES ATTENDED THE DAY AND 8 EVALUATION FORMS WERE RETURNED:

6 RESPONDENTS SAID THAT THE MEETING WAS ‘HIGHLY RELEVANT’ TO THEIR FAMILY AND2 SAID IT
WAS ‘QUITE RELEVANT .

6 RESPONDENTS SAID THERE HAD BEEN ENOUGH TIME FOR EACH DISCUSSION, AND 2 SAID THERE
HAD NOT BEEN ENOUGH TIME.

TOPICS THAT FAMILIES WOULD LIKE TO SEE ADDRESSED AT FUTURE MEETINGS:
1. RESEARCHAND EVIDENCE AROUND JIA AND ITS TREATMENT

2. SOCIAL AND EDUCATIONAL NEEDS/SUPPORT AND DLA

3. MORE ABOUT METHOTREXATE AND HOW TO MANAGE THE DIFFICULTIES
4. COMPLIMENTARY MEDICINE

5. GROUP DISCUSSIONS WITH FACILITATION

6. EXERCISE AND SPORTS WITH JIA
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Outcome of the day

The impact of parents’ appreciation for the day was significant. As a result of
the discussions and feedback the following issues will be addressed in due
course:

Future events to be held - on an annual basis. These to be held at different
locations around the region to give equal opportunities to all families to
attend;

Development of a website to disseminate information;

Open forum available on website to allow parents and young people to
share views and interact with each other;

Regular newsletter to inform about events held, future events and updates on
areas of interest

Reinforce the role of the network to educate other health care professionals
about childhood arthritis

Members of the Network Group will continue to strive for equal services for all
children and young people with rheumatological conditions across the West
Midlands.

A number of parents have offered to help in several areas of the Network’s work.
Members of the team are grateful for this, and those families will be contacted in
due course.
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Paediatric & Adolescent Rheumatology

Network Steering Group

Overall aim: To provide an equitable and high quality service for the care of children and
young people with rheumatological problems across the network area.
NB: The geographical area covered is the West Midlands Region and PiP area, hereafter

known as the network area.

Objectives to:

Make recommendations to address the current inequalities in
provision of care to children & young people with
rheumatological problems across the network area

To ensure a patient and family centred approach to service
development and provision of resources

Develop model(s) of care and care pathway(s)for patients, with
agreed minimum standards

Facilitate the introduction of this /se model (s) throughout the
region thereby providing equitable, accessible and
developmentally appropriate multi-disciplinary care to all
children & young people with rheumatological problems
Promote awareness and education amongst the wide range of
professionals who see children & young people with rheumatic
disease

Review existing and new treatments and advise commissioners
of the resource implications of these

Understand the epidemiology of children’s & young people’s
healthcare needs

Inform professional opinion at the national level.

Responsibilities
to:

Determine the current service provision and identify the service
gaps for children & young people with rheumatological
problems in the partnership area

Consider healthcare needs assessments for children & young
people

Provide advice and guidance for trusts, PCTs and commissioners
within the partnership area

Establish partnership working with colleagues in community,
primary care & hospital settings, and with user groups, to
develop shared-care guidelines and care pathways

Provide educational support for Paediatricians, Rheumatologists,
Allied Health Professionals, GPs and other interested professionals
Ensure children, young people and families are part of the
planning of services

Facilitate research within the specialty.

Membership

Clinical representatives from acute trusts and PCTs throughout
the network area

Parent / user representative

Representative from the West Midlands Specialised Services
Agency (to attend as and when necessary).

Chairmanship

The group is chaired jointly by Dr Clive Ryder (BCH) and Dr Karen
Davies (Wolverhampton). (Dr Davies uptil end September 07
and Chair elect is Dr Kathy Bailey (Nuneaton) from 1t October
2007).

The chairmanship is reviewed annually.

Accountability

Paediatric Specialised Services Advisory Group
West Midlands Specialised Services Agency

Frequency of
Meetings

Meetings of Network Steering Group to be held every 2-3 months
(at least 4 times a year).

Meetings of sub-groups to be held as needed.

Annual Stakeholder Meeting to be held.

Partners in Paediatrics

Terms of Reference March 07

Rheumatology Network Group Date for Review  March 08




	TERMSOFREF_RHEUMATOLOGY_FINAL.pdf
	Objectives to:
	Responsibilities to:
	
	Membership




