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Information about this unique 6 week
programme for Health Professionals in
Rheumatology

Understand the benefits to your patients
with RA of learning more about their
disease and how to manage it with this
unique programme




“In working with NRAS in my role as nurse advisor for
England and tutor for the RASMP, | realise what a lot
NRAS have to offer people with rheumatoid arthritis
' . both in terms of support and information.
ﬁy | would strongly recommend their services to all
- rheumatology health professionals”

Introduction to the development of this

unique programme

The National Rheumatoid Arthritis Society (NRAS) is the only

UK charity with a specific focus on Rheumatoid Arthritis (RA)

and it has achieved a great deal on behalf of patients since its

launch in 2001 and built an excellent reputation within the field

of rheumatology. The Expert Patients Programme Community

Interest Company (EPP CIC) are the market leaders in developing

specific and innovative programmes to improve the self management
skills and quality of life of people with long term conditions. Together we
have developed an RA specific self management programme which is
completely tailored to the needs of someone with RA.

The Department of Health are aware that a person’s ability to

self manage is one of the most important, often untapped, resources
available to the government for improving outcomes for people

with a long term condition such as Rheumatoid Arthritis (RA).

By providing the right information and support, people can develop
the confidence needed to self manage, and in doing so will become
more accountable and responsible for managing their own health and
wellbeing.

The joint development of this self management programme is part of
our and EPP CIC's commitment to patient self-management. It was
developed with input and feedback from people with RA and
rheumatology health professionals at every stage.



What participants have said about the

programme

“/ began to take steps to put purpose in
daily life, activities, self manage, stay well
and set and achieve goals. / have
developed a more positive outlook and | am
feeling happier, more accepting of my
condiition”.
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“Incidentally, I think the NRAS and EPP CIC will have a
big success on their hands, when they roll this programme
out across the country”.

“Yesterday | attended the last meeting of the self~-management
programme held at Port Vale Football Club. | can't commend
you highly enough for this informative and motivating course.

To say | enjoyed it is an understatement. The health care team
of Sarah and Kath were brilliant as was Tony Jones. The people
I met within the group were all amazing and we are going to

try to keep in touch. | think everyone who attended agreed

that the information provided was very empowering.
Congratulations!! - it was great”.

"“"Having recently completed a pilot course for coping
with RA in Woking and wanted to express my thanks to
NRAS for running such an excellent course. During the
past 6 years I have attended several courses and found
them on the whole to be very dull and depressing with
everyone moaning about being poorly. This course was
both fun and informative and Maggie
Carr and Sue made good positive
tutors”.

“I thoroughly mjo@ed the course, found it
informative, very positive and encournging.
Extremely worthwhile. The best part was the
bonding process between us. We all have a
relentless battle and it is so much easter to go
into battle together vather than face the foe alone.”




The Business Case for Self Management

“Until | went on the self
management programme,
everything about RA seemed like
gloom and doom. On the course
for the first time | met other
people with RA and found many
Graeme Johnston Ways to start taking contro! of
NRAS member and  my condition and feeling positive

Chair of the Board of | : et
Diirectors about myself and my life.

Itis well researched and documented that a patient with a long term
condition who is knowledgeable about their disease and proactively
engaged in decisions about their care, will self manage more
effectively and is more likely to be concordant with their medication,
thus improving long term outcomes. It was with this in mind that
NRAS embarked upon the partnership with EPP CIC to develop the
RA Self Management Programme.

Whilst of course there is a cost associated with delivering a

self management programme (see page 7), in the current climate
of needing to be able to deliver better quality care at reduced cost,
the business case for any new intervention is paramount. .



The Business Case for Self Management

There is strong evidence to demonstrate the economic benefits that
the Long Term Conditions programme developed by EPP CIC has on the
NHS.

Their Report entitled ‘Self Care reduces costs and improves health —
The Evidence shows cost savings in respect of people who have
attended their 6 week programme, of around £1,800 per person per
year. These savings come from fewer unscheduled visits to GPs and

A & E, reduced amount of medication and generally making better use
of healthcare services.

The six months’ evaluation carried out in regard to the 3 pilots of the
RA Self Management Programme, indicate that similar savings could be
possible. The pilot programmes were evaluated using a number of
validated outcome measures, the principal measure being the Health
Education Impact Questionnaire which was measured at baseline, 6
weeks and 6 months. Full results will be published at the official launch
of the programme on 6" July, 2011, but we can confirm that

improved and sustained self efficacy was demonstrated by the 6 month
questionnaires.



What does the Programme comprise and how is it
delivered?

The programme is a 6 week programme comprising 2.5 hours

per week, delivered by 2 tutors, one a health professional with
clinical experience, working within a rheumatology setting and a
lay person with RA. Both tutors work in equal partnership
delivering the parts of the programme that are best suited to their
individual skills and experience.

The tutors undergo a comprehensive 3-day training programme

and there is on-going assessment ensuring quality assurance. Itis
anticipated that rheumatology units interested in being able to deliver
self management training for their patients will train their own staff to
be able to deliver the programme and it is anticipated that once units
have trained tutors, they should be able to deliver at least 3
programmes a year.

Itis recommended that a maximum of between 16 and 18 participants
per programme are recruited. We anticipate that the cost savings to
the NHS from training this number of patients, or even from running
only one course per year, would far exceed the cost of training tutors
and delivering the programme and it is upon this aspect which units
interested in delivering this programme, should focus when talking to
commissioners.

“Going on this course
was one of the best
things I've ever done”



What does the Programme comprise and how is it
delivered?

Participants’ hand books and resource table
materials will be available from NRAS and
tutor manuals and participant hand outs will
be available as downloads from a central
web portal.

One of the additional benefits to
participants would be joining NRAS and
setting up a group with our help and
support, once the self-management
programme has finished. As of spring 2011
there are 40 groups across the UK and so it
may be possible that there will be one available for them to join in
many areas. An NRAS group is a positive way to provide an ongoing
forum for learning and continuing to build on self-management tech-
niques and strategies as well as the all important peer to peer support
and networking.
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The training has to be delivered in groups of 10 tutors because part of
the training is teaching the tutors to deliver to and facilitate group
working.

The cost of training and quality assurance assessment for the first year
for one unit to train 4 tutors, 2 health professionals and 2 lay tutors
(recommended) is £4,360 in the U.K. In addition, each time a
programme is run, there is a cost of £520 for participant handbooks,
handout materials and resource table materials as well as help and
support from NRAS for the 6 week course. There is an annual fee of
£500 to support administration and licensing costs born by NRAS and
EPP. For more details and for costing for units outside of the U.K
please contact NRAS.



Who is likely to benefit most from the RA Self
Management Programme?

The reality is that anyone with RA who has been diagnosed for long
enough to have come to terms to some degree with their diagnosis
(at least 12 months) will benefit. However, if we focus on who in the
patient population is likely to gain most from such a programme
then the following evidence from research undertaken by EPP CIC
should be taken into account.

There is considerable published evidence available on the effectiveness
of psycho-social based self management interventions for people living
with long-term health conditions. Within this evidence a sub-analysis
of the main UK RCTs found that that those people with poor baseline
outcomes and who were experiencing psychological impact showed
greatest gain. The authors say, “The present results suggest that the
Expert Patients Programme may have a protective effect on health-
related quality of life for patients with poor health or low confidence.
The course can help such patients to resist a deterioration in their
health-related quality of life that would otherwise have occurred. If
this is the case, the results have important implications.”

A study into causes of unplanned admissions states, "We sought to look
specifically at health factors which we know are under-recognized in
hospitals and primary care, and this showed that poor nutrition and
depression are associated with higher health care use in this vulnerable
subgroup”.



Who is likely to benefit most from the RA Self
Management Programme?

EPP CIC has worked to understand the profile of these patients and to
adapt and develop its programmes to be more effective for these
groups. It has noticed that frequency of avoidable hospital admissions,
service use and care requirements are not always consistent with the
clinical severity of the condition. Often the level of disability or disease
burden is disproportionate to the degree of actual impairment. This is
demonstrated in the chart below:
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D Reeves, A Kennedy, C Fullwood, P Bower, et al Predicting who will
benefit from an Expert Patients Programme self-management course
British Journal of General Practice, March 2008
http://www.physorg.com/news/hospital-readmission-factors.html




Which of the patients | work with, would benefit
from referral to a self-management programme?

The following questions could be used when considering which patients
would most benefit from referral to a self management programme.

A ‘yes’ answer to more than two questions would indicate the need for
self management support. Has the patient already received health
education/rehabilitation but been unable to make helpful changes?

Has the patient been unable to follow advice offered on diet or exercise
when these would have made a difference to their health outcomes?

Is there evidence of diagnosed or undiagnosed mild to moderate
depression accompanying the physical condition in this patient?

Does the patient seem to be “not coping very well”?

Does the patient struggle to make sense of health information they are
offered?

Do you have doubts about whether the patient is taking medication as
prescribed?

Do you see this patient more frequently than you feel is needed?

Does the patient often have hard to define health problems that do not
seem to be directly linked to their main health issue?

Does the patient appear socially isolated?

Is there a history of avoidable hospital admissions or high use of
out-of-hours services with this patient?

Do you feel the patient’s health issues seem to be aggravated by their
social, emotional and financial situations?

Does the patient lack confidence in making decisions and finding
solutions to their everyday health and social problems?



The QIPP Long Term Conditions National Coaches Team
published the ‘E’s of Self Management in November 2010
They said, “A person’s ability to self manage is one of the

most important, often untapped, resources we have for
improving outcomes for people with long term conditions.
By providing the right information and support, people
can develop the confidence needed to self manage, and in
doing so will become more accountable and responsible
for managing their own health and wellbeing”.
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What will you do today that will improve people’s knowledge and understanding about their condition?




For more information, contact us

National Rheumatoid Arthritis Society

Unit B4 Westacott Business Centre Westacott Way
Littlewick Green
Maidenhead SL6 3RT

Phone: 0845 458 3969

Email: Enquiries@nras.org.uk
Web: www.nras.org.uk

) < National Rheumatoid
/ “ Arthritis Society

Expert Patients
Programme

Working in Partnership

NRAS is a private company limited by guarantee. Registered in England
and Wales NO: 7127101 Charity Nos:1134859 SC039721: Unit B1
Wesracott Way, Littlewick Green, Maidenhead S16 3RT

EPP CIC is a company Registered in England No.05964023 Registered
Office: 32-36 Loman Street, Southwark, London, SE1 OEH

Copyright © 2010 National Rheumatoid Arthritis Society and Expert
Patients Programme Community Interest Company. All rights reserved.
No part of this document may be reproduced or transmitted in any form or
by any means, electronic, recording, photocopying, mechanical, or other-
wise, without prior written permission of National Rheumatoid Arthritis
Society and Expert Patients Programme Community Interest Company.



