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1.0 Executive Summary

Business case for Advanced Nurse Practitioner and Clinical Nurse Specialist

Posts

Executive Summary

1.1 Key issues

Currently there is an inefficient clinical pathway for patients with inflammatory arthritis (rheumatoid
arthritis, psoriatic arthritis, ankylosing spondylitis and juvenile idiopathic arthritis). A number of
issues must be considered:

e Lengthy waiting lists for new and return rheumatology appointments.

- Thisis largely due to the impact of the European Working Time Directive and the
shortage of consultant rheumatologists. This is coupled with the Consultant
Rheumatologist’s commitment to General Internal Medicine (often 50% of time
commitment) which impacts significantly on the Consultants’ capacity to hold
Out-patient clinics due to the demands of acute medicine.

e The ratio of CNSs per consultant rheumatologist is less than 0.5 per 135, 000 inhabitants,
best practice guidance recommends 1 CNS per rheumatologist or 1 CNS per 100,000
inhabitants (Comhairle na nOspideal 2005, Health Service Executive 2011)

e Inefficient use of clinician’s time

e Reduced patient outcome

- Current inability to closely monitor patients with inflammatory arthritis to
achieve low disease activity or remission, monitoring vital signs and laboratory
measures, to detect otherwise unrecognised and sometimes silent co morbid
conditions (Gabriel & Michaud 2009, Gladman & Chandran 2011, Dougados et al.
2014).



1.2 Recommended Solution

In order to address this patient groups needs the Irish Rheumatology Nurse Forum (IRNF) working

with the National Clinical Programme for Rheumatology (NCPR) has outlined a proposal that will

address this problem:

e Phased implementation of 12 ANPs and 29 CNSs posts nationally in order to implement the

initiatives in table one for patients with inflammatory arthritis. This will bring service

provision for arthritis and allied conditions in line with evidence-based practice and

international standards of care.

TABLE ONE: FOUR NURSE LED INITIATIVES

Nurse led initiative

Details

Treat
To
Target

Monitoring patients closely and titrating medication in order
to achieve either the agreed goal of clinical remission or

low disease activity usually within the first 6 months of diagnosis, reducing costs
significantly (Smolen 2012) (Appendix 2 and 2a).

(Irish Pilot: Our Lady’s Hospital, Navan)

Nurse led Care

Clinics: -

I. Hospital
Il. Virtual
lll. Outreach

Return visits account for up to 75% of rheumatologists’ case load, reducing time for
new patients or patients requiring urgent care .Published data demonstrates clinical
and cost effectiveness of Nurse Led Clinic (NLC) versus Rheumatologist Led care (RLC);
NLC is not inferior to RLC (Ndosi et al. 2013, Primdahl et al. 2013) (Appendix 3).

ANP/CNS led hospital, virtual and outreach services to monitor the efficacy and safety
of treatment for patients with stable disease (O'Flynn 2014) (Appendix 4).

(Irish Pilot: St. Vincent’s University Hospital)

Optimisation of MTX dosing demonstrated efficacy and reduced requirement for

Met.ho.tre)fate more expensive treatments in specific cases (Hassanzadeh 2012) (Appendix 5).
optimisation
(Irish Pilot: Our Lady’s Hospital, Navan)
BIOI_OgIFS Audit data demonstrates significant savings through reduced dosing frequency of
monitoring

and optimisation

biologic therapy in stable patients (Murphy 2013a) (Appendix6).

(Irish Pilot: James Connolly Memorial Hospital)

1.3 Key Benefits of proposed solution

Nurse led care delivers quality care, improves access and delivers cost savings




1.3.1

1.3.2

1.3.3

Quality: Increased quality of care

Intensive nurse led outpatient management of 1A has been shown to substantially reduce
disease activity and radiographic disease progression and improve physical function and
quality of life at no additional cost (Grigor et al. 2004).

Treat to Target (T2T) optimises care in daily practice for patients with inflammatory arthritis
(IA) (Smolen et al. 2010a, Smolen et al. 2010b). The principles of T2T enable close monitoring
of patients and frequent medication titration in order to achieve either the agreed goal of
clinical remission or low disease activity usually within the first 6 months of diagnosis
T2Treduces long term work disability

Standardised approach to care nationally for patients with inflammatory arthritis (I1A)

Access: Improved appointment availability

Patient access to the ‘right person, right place, first time’ will be realised, through the
creation of 27,000 additional nurse-led out-patient reviews annually. Nurse led out-patient
care will provide the required access to between 300-600 out-patient reviews (OPDs) per
100,000 head of population (= 13,500 - 27,000 OPDs per annum).

Consultant and NCHD time will be used more efficiently.

Specialist (CNS) care has the potential to deliver care through a combination of hospital,
virtual and outreach services. Published data demonstrates the benefits and effectiveness of
nurse led care versus Rheumatologist Led Care. The literature also supports the non-

inferiority of NLC versus RLC (Ndosi et al. 2011, Ndosi et al. 2013).

Value: Potential significant savings of €15 million.

Irish pilot data demonstrates these costs will be offset by the resultant tighter disease
control and medication management which offer significant savings of €15 million per
annum;

e Over 70% of patients with stable IA can be safely reviewed by ANPs/CNSs: Extrapolation of
pilot data from one Irish centre to a conservative 10 centres provides strong evidence of
saving potential of up to €5 million per year.

e  Potential savings of €3.6 million to HSE through MTX optimisation nationally. A conservative:
10 patients per centre per annum: 10 x 17 x €12,300 =~ €2M savings.

e  Potential national savings of €15 million through reduced biologic dosing, estimated at circa

10,000 with inflammatory arthritis prescribed biologics (Murphy 2013a), Therefore, 5 patients



saved from a biologic DMARD (i.eTNFi) or a 50% dose reduction in 10 patients = €67,500>

which matches the top of ANP and CNS salary scale.

o These savings will more than adequately fund an additional 12 ANPs and 29 CNSs at a cost of
between €2.6-2.9 million per annum (Irish Nurses and Midwives Organisation (INMO) 2014)
with a €13.1 — €13.4 million left of savings.

e Tighter disease management and control in early IA will reduce the requirement for more
expensive treatments in the long term

e The roll out of rheumatology ANP and CNS roles will foster and develop sufficient clinical and
managerial leadership and capability within Rheumatology, commensurate with the
requirements of a modern healthcare system, in accordance with the strategic framework for

health service reform (Department of Health and Children 2012)

1.4 Cost
The human resource cost of an additional 12 ANPs and 29 CNSs at a cost of between €2.6-
2.9 million per annum costed at Department of Health & Children Clinical Specialist grade

salary scales.

1.5 High level time line

e The IRNF have sought guidance from and received support for this submission from the
ONMSD', local NMPDU’s?, UCD?, and members of the Irish Society for Rheumatology (ISR)*.

e The programme is advocating a phased approach to implementation see table two

! Ms Geraldine Shaw, National Clinical Programmes Liaison, ONMSD held two separate advisory meetings on
development of this IRNF business case with Patricia Minnock registered ANP (Rheumatology), IRNF business
case lead and Christina Doyle (aDoN) nurse lead rheumatology clinical programme, during spring 2014.

’Ms Elizabeth Roche, Director NMPDU, Dublin North East, delivered a workshop to the IRNF on the clinical
career pathway in spring 2014, as part of the business case development.

> Ms Mary Kemple (MK), Rheumatology Graduate Diploma Programme Co-ordinator, School of Nursing and
Midwifery, UCD validated the alignment of the nurse competency framework to the UCD graduate diploma
(rheumatology) curriculum and clinical competency assessment tool; spring 2014.

* Patricia Minnock registered ANP (Rheumatology), IRNF business case lead presented an overview of the
business case at the ISR spring 2014 meeting.



Table 2a: Phase one- Distribution of rheumatology nursing posts according to head of population per hospital groups / networks
(Irish Rheumatology Nursing Forum 2014) (data collated July 2014) and recommended additional posts

Hospital Current New Hospital Groups Recommended& proposed
Groups implementation
CNS ANP CNS ANP
Beaumont 0.5 0 Dublin North East-Beaumont, Our Lady of Lourdes Drogheda, Connolly, 8 Phase 1 22.6 Phase 1
Connolly 1 0 Cavan General, Rotunda, Louth County, Monaghan Hospital. Estimated 3 1
population 800,000
OLHSC/NCH 1 0 Dublin Midlands- St James, The Adelaide andMeathincl National 8 Phase 1 2.6 Phase 1
SIH 1 0 Children’s Hospital, Midlands Regional Tullamore, Naas General, 3 1
Tallaght/Naas 1 0 Portlaoise, The Coombe.
Tullamore 0 0 Estimated population 800,000
MMUH 1 0 Dublin East: Mater, St Vincent’s, Midland Regional Mullingar, St Luke’s 10 Phase 1 >3.3 Phase 1
Navan 1 0 Kilkenny, Wexford General, National Maternity , Our Lady’s Navan, St 2 1
SVUH/ 14 0 Colmcille’s, St Michaels Dun Laoghaire, Royal Victoria Eye and Ear.
OLHand CS 1 1 Estimated population 1,000,000
CUMH 1 1% South/ Southwest: Cork University, Waterford Regional, Kerry General, 8.5 Phase 1 >2.8 Phase 1
SIVH 1 0 Mercy University , South Tipperary General, South Infirmary Victoria 3 1
Waterford 1 0 University Hospital, Bantry, Mallow, Lourdes Orthopaedic Hospital,
KGH 0 0 Kilcreene.
Estimated population 850,000
Galway 2 0 West/North West: University Hospital Galway, Merlin Park, Sligo 7 Phase 1 2.3 Phase 1
Sligo/Leitrim 1.5 1* Regional, Letterkenny General, Mayo General, Portiuncula, Roscommon 3 1
County Hospital. Estimated population 700,000
Limerick/Nen 1 0 Midwest: Mid-Western Regional Limerick, Ennis General, Nenagh, St 4 Phase 1 >1.3 Phase 1
agh John'’s Limerick, Mid-Western Regional Maternity, Mid-Western Regional 2 1
Orthopaedic.
Estimated population 400,000
Total 164 2 45.5 Phaseone: 14,9 Phase one:
(29 16 New (12New 6 new ANPs
New CNS Posts)
posts)

¥ = ANP post not filled currently * Site approved candidate approval in process



Table 2a: Phase two- Distribution of rheumatology nursing posts according to head of population per hospital groups / networks
(Irish Rheumatology Nursing Forum 2014) (data collated July 2014) and recommended additional posts

Hospital Current New Hospital Groups Recommended& proposed
Groups implementation
CNS ANP CNS ANP
Beaumont 0.5 0 Dublin North East-Beaumont, Our Lady of Lourdes Drogheda, Connolly, 8 Phase 2 22.6 Phase 2
Connolly 1 0 Cavan General, Rotunda, Louth County, Monaghan Hospital. Estimated
population 800,000 2 1
OLHSC/NCH 1 0 Dublin Midlands- St James, The Adelaide andMeathincl National 8 Phase 2 2.6 Phase 2
SJH 1 0 Children’s Hospital, Midlands Regional Tullamore, Naas General,
Tallaght/Naas 1 0 Portlaoise, The Coombe. 2 1
Tullamore 0 0 Estimated population 800,000
MMUH 1 0 Dublin East: Mater, St Vincent’s, Midland Regional Mullingar, St Luke’s 10 Phase 2 >3.3 Phase 2
Navan 1 0 Kilkenny, Wexford General, National Maternity , Our Lady’s Navan, St
SVUH/ 14 0 Colmcille’s, St Michaels Dun Laoghaire, Royal Victoria Eye and Ear. 3 1
OLHand CS 1 1 Estimated population 1,000,000
CUMH 1 1% South/ Southwest: Cork University, Waterford Regional, Kerry General, 8.5 Phase 2 >2.8 Phase 2
SIVH 1 0 Mercy University , South Tipperary General, South Infirmary Victoria
Waterford 1 0 University Hospital, Bantry, Mallow, Lourdes Orthopaedic Hospital, 3 1
KGH 0 0 Kilcreene.
Estimated population 850,000
Galway 2 0 West/North West: University Hospital Galway, Merlin Park, Sligo 7 Phase 2 2.3 Phase 2
Sligo/Leitrim 1.5 1* Regional, Letterkenny General, Mayo General, Portiuncula, Roscommon
County Hospital. Estimated population 700,000 2 1
Limerick/Nen 1 0 Midwest: Mid-Western Regional Limerick, Ennis General, Nenagh, St 4 Phase 2 >1.3 Phase 2
agh John'’s Limerick, Mid-Western Regional Maternity, Mid-Western Regional
Orthopaedic. 1 1
Estimated population 400,000
Total 164 2 45,5 Phase2: 14.9 Phase 2:
(29 13 New (12New 6 new ANPs
New CNS Posts)
posts)

¥ = ANP post not filled currently * Site approved candidate approval in process



Background/Context

Clinical Strategy and Programmes has been established by the Health Service Executive
(HSE) to improve and standardise patient care throughout the organisation by bringing
together clinical disciplines and enabling them to share innovative solutions to deliver
greater benefits to every user of HSE services.

The HSE directorate has established a number of national clinical programmes (n=31)
based on three main objectives: -

To improve the quality of care we deliver to all users of HSE services

To improve access to all services

To improve cost effectiveness(Health Service Executive 2013a)

National Clinical Programme for Rheumatology

One established programme is the National Clinical Programme for Rheumatology (NCPR),
its overarching aim is to adopt a chronic disease model of care, to facilitate “the right
person, right place, first time” approach to the patient with rheumatic disease(Health

Service Executive 2013b).



2.0 Summary
People with inflammatory arthritis, (rheumatoid arthritis, psoriatic arthritis, juvenile
idiopathic arthritis) die prematurely because chronically active inflammation predisposes
to the development of multiple comorbid conditions. These comorbidities are often
associated with atypical features and worse outcome. Increased mortality correlates with
disease severity and disease activity markers (Gabriel & Michaud 2009, Gladman &
Chandran 2011).
e Comorbidities in inflammatory arthritis
o CARDIOVASCULAR: increased prevalence of myocardial infraction, heart failure, stroke
¢ INFECTIONS: increased incidence of bacterial, tubercular, fungal, opportunistic, viral
infection
e IMALIGNANCIES: increased incidence of lymphoma, lung and skin cancers
e OSTEOPOROTIC FRACTURES: rank highly among comorbidities contributing to mortality,
future hospitalisations, and increased disability (Gabriel & Michaud 2009, Gladman &
Chandran 2011).

Comorbidities and Work Disability in Inflammatory Arthritis
e Multiple comorbidities are strongly correlated with functional impairment
e Functional disability is the most significant identifier of work disability(Tillett et al.
2012)
e Between 20-30% of patients become permanently work disabled within the first 2-3

years of disease (Sokka et al. 2010, Tillett et al. 2012).

RAPID REMISSION IN EARLY DISEASE APPEARS TO BE A BENEFICIAL STRATEGY AGAINST WORK DISABILITY

While the long-term prognosis of inflammatory arthritis has improved since the
availability of highly effective medications this is contingent on close monitoring and
regular treatment adjustment to the targets of low disease activity or remission, as well as
the systematic measuring of vital signs and laboratory measures, to detect otherwise
unrecognised and sometimes silent comorbid conditions (Gabriel & Michaud 2009,

Gladman & Chandran 2011, Dougados et al. 2014).



NURSE LED CARE IS ADVOCATED FOR THE:

1) PROVISION OF A COMPREHENSIVE AND STANDARDISED APPROACH TO CARE SUCH AS ‘TREAT TO
TARGET (VAN EK-HUSTINGS ET AL. 2012), AND
I1) IMPLEMENTATION OF STANDARDISED STRATEGIES FOR DETECTION, MANAGEMENT AND PREVENTION OF
COMORBIDITIES IN RA (DOUGADOS ET AL. 2014)

The Irish Rheumatology Nurse Forum (IRNF) working with the National Clinical Programme
for Rheumatology (NCPR) have outlined a proposal for the immediate recruitment of
additional rheumatology nurses to help achieve the objectives of the NCPR and bring
service provision for arthritis and allied conditions in line with evidence-based practice
and international standards of care; this is in keeping with the draft model of care for
rheumatology(Health Service Executive 2011). The IRNF proposes: -
e Immediate sanctioning of 14 ANPs and 26.5 CNSs posts nationally at an
approximate cost of €2.6-2.9 million per annum in order to implement the QuALITY

INITIATIVE OF TREAT TO TARGET FOR PATIENTS WITH INFLAMMATORY ARTHRITIS.

e Pilot data demonstrates these costs will be offset by the resultant tighter disease
and medication management and disease control which offer significant savings of
€15 million per annum; tighter disease management and control in early stages of

inflammatory arthritis will lessen requirement for more expensive treatments.

e Patient Access to the ‘right person, right place, first time’ will be realised, through

the creation of 27,000 additional nurse-led out-patient reviews annually.

Assumptions
e Between 50 and 100 patients per 100,000 head of population will develop an

inflammatory arthritis nationally, per annum(Gabriel & Michaud 2009),

e Treat to Target requires access to between 300-600 out-patient reviews (OPDs)
per 100,000 head of population in the first year of diagnosis (= 13,500- 27,000
OPDs per annum),

e The draft model of care for rheumatology recommends One WTE ANP post for
every 300,000 population and One WTE CNS post for 100,000 population(Health

Service Executive 2011).




PROVISION OF ADDITIONAL NURSES WILL PROVIDE ACCESS To A STANDARDISED APPROACH TO CARE
NATIONALLY FOR PATIENTS WITH INFLAMMATORY ARTHRITIS (IA) THROUGH THE QUALITY INITIATIVE-
TREAT TO TARGET (T2T) IN A COST-EFFECTIVE MANNER AND FACILITATE MANAGEMENT OF

PATIENTS WITH STABLE DISEASE WITHIN COMMUNITY OUTREACH SERVICES

Additional rheumatology nurses will help deliver enhanced services in terms of:

QUALITY: Treat to Target (T2T) is a set of recommendations to optimise care in daily
practice for patients with inflammatory arthritis (IA)(Smolen et al. 2010a, Smolen et al.
2010b). The principles of T2T are to monitor patients closely and frequently titrate
medication in order to achieve either an agreed goal of clinical remission or low disease
activity usually within the first 6 months of diagnosis, which will reduce costs significantly.
ACCESS: Provision of additional nurses to carry out Nurse Led Care (NLC) immediately
improves access to outpatient services. Advanced Nurse Practitioner (ANP)/Clinical Nurse

Specialist (CNS) care has the potential to deliver T2T to achieve early remission of IA and
promote management of patients with stable disease within the community through a
combination of hospital, virtual and outreach services. Published data demonstrates the
clinical and cost effectiveness of NLC versus Rheumatologist Led Care (RLC). The literature
also supports the non-inferiority of NLC versus RLC (Ndosi et al. 2011, Ndosi et al.
2013).Increasing capacity for NLC will provide the required access to between 300-600
out-patient reviews (OPDs) per 100,000 head of population (= 13,500 - 27,000 OPDs per
annum).

COST: T2T provides the opportunity for disease modifying anti-rheumatic drug (DMARD)
treatment optimisation/reduction as appropriate. Methotrexate (MTX) (synthetic
DMARD)optimisation in patients with active disease(Hassanzadeh 2012), and biologic
DMARD reduction in those with stable disease(Murphy 2013b) has the potential to deliver
sufficient cost-savings to resource an additional 14 ANPs and 26.5 CNSs who will to deliver
T2T. The cost of employment of 14 additional ANPs and 26.5 CNSs to work within the
rheumatology multi-disciplinary team is between €2.6-2.9 million per annum (Irish Nurses

and Midwives Organisation (INMO) 2014).
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2.1

2.2

Value for Money with Nurse Led Care

Over 70% of patients with stable IA can be safely reviewed by ANPs/CNSs:
Extrapolation of pilot data from one Irish centre to a conservative 10 centres
provides strong evidence of saving potential of up to €5 million per year.

Potential savings of €3.6 million to HSE through MTX optimisation nationally. A
conservative: 10 patients per centre per annum: 10 x 17 x €12,300 = €2M savings.
Potential national savings of €15 million pa through reduced biologic dosing,
estimated at circa 10,000 with inflammatory arthritis prescribed biologics (Murphy
2013a), Therefore, 5 patients saved from a biologic DMARD (i.eTNFi) or a 50% dose

reduction in 10 patients pa = €67,500> top of ANP and CNS salary scale.

Benefits and Tangible Changes

Access: An increase in capacity for nurse led out-patient reviews by 27,000 per
annum (= 450 extra patient reviews per post/per 100,000 head of population).
CosT: POTENTIAL SIGNIFICANT SAVINGS OF €15 MiLLION: Tighter disease management and
control in early IA will lessen the requirement for more expensive treatments.
QUALITY: INCREASED QUALITY OF CARE through intensive outpatient management of |IA
which has been shown to substantially improve disease activity, radiographic
disease progression, physical function, and quality of life at no additional cost
(Grigor et al. 2004).

BETTER MANAGEMENT OF CHRONIC ILLNESS fully aligned with the strategic framework for
health service reform(Department of Health and Children 2011).

PeopLE: The roll out of rheumatology ANP and CNS roles will foster and develop
sufficient clinical and managerial leadership and capability within the specialism
commensurate with the requirements of a modern healthcare system, in
accordance with the strategic framework for health service reform (Department of

Health and Children 2012).

NLC DELIVERS QUALITY CARE IMPROVES ACCESS AND DELIVERS COST SAVINGS

11
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Table 1: EULAR recommendations on the role of the nurse in the management of
patients with chronic inflammatory arthritis(van Eijk-Hustings et al. 2012)

Category Strength of Agreement
Recommendations of recommendation (0-10,

evidence S meanSD)

Patients should have access to a nurse for education
1 [to improve knowledge of CIA and its management 1B A 9.910.2

throughout the course of their disease

Patients should have access to nurse consultations in
2 |order to experience improved communication, 1B A 9.1+0.6

continuity and satisfaction with care

Patients should have access to nurse-led telephone
3 |services to enhance continuity of care and to provide 3 C 9.2+0.8

ongoing support

Nurses should participate in comprehensive disease
4 |management to control disease activity, to reduce 1A A 9.4+0.8

symptoms and to improve patient-preferred outcomes

Nurses should identify, assess and address
5 |psychosocial issues to minimise the chance of patients' 1B A 9.4+0.7

anxiety and depression

Nurses should promote self-management skills in
6 |order that patients might achieve a greater sense of 3 C 9.740.5

control, self-efficacy and empowerment

Nurses should provide care that is based on protocols
7 o ) ] 3 C 8.4+1.0
and guidelines according to national and local contexts

Nurses should have access to and undertake
8 |continuous education in order to improve and 3 C 9.7+0.5

maintain knowledge and skills

Nurses should be encouraged to undertake extended
9 |roles after specialised training and according to 3 C 9.5+0.8

national regulations

Nurses should carry out interventions and monitoring

10 |as part of comprehensive disease management in 1B C 8.8+1.3

order to achieve cost savings

CIA, chronic inflammatory arthritis.
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3.0 Background: Rheumatic Musculoskeletal Diseases

(RMD’S) and Chronic Disease

Arthritis and allied conditions also referred to as Rheumatic and Musculoskeletal Disease’s
(RMD’s), may result in damage to tendons, bones and joints of the body, in addition
systemic complications involving the lungs and blood vessels are frequently present
particularly if disease control is poor. In most cases, these are chronic conditions that
cannot be cured. Arthritis is the leading cause of disability in people aged 55 years and
over and hence is the greatest cause of health service usage. One in 5 people have some
form of arthritis and the condition accounts for 30% of all GP visits (eumusc.net 2013b).
Inflammatory arthritis encompasses the discrete entities of rheumatoid arthritis
(RA); spondyloarthropathies (SpA) which includes the related diseases of psoriatic arthritis
(PsA) and ankylosing spondylitis (AS); and juvenile onset idiopathic arthritis (JIA). RA
affects 1% of the population estimated at approximately 40,000 people in Ireland,
reported incidence varies bewteen 25-50 per 100,000 population.PsA affects 0.25% of the
population estimated at 10,000 people in Ireland, with a reported incidence of 6 per
100,000.AS, an inflammatory condition predominantly of the spine, affects 20,000 people
in Ireland, is 3-4 times more common in males and its incidence is reported at 7 per
100,000 population. The reported incidence of JIA is 10/20 per 100,000 estimated at 1,000
children in Ireland who require specialist care within months of diagnosis to prevent joint

damage(Soderlin et al. 2002, Gabriel & Michaud 2009, Health Service Executive 2011).

RA is the best recognised and most extensively studied of the conditions. The
incidence is 25-50 people per 100,000 (Uhlig & Kvien 2005). It affects women 2-4 times
more frequently than men and the peak age of onset is 30 to 50 years (Ostensen et al.
1983, Hannan 1996, Kvien et al. 2006). The prevalence of RA increases with age (Gordon &
Hastings 2004), and gender differences diminish in the older age groups(Lawrence et al.
1998, Kvien et al. 2006). The prevalence of RA increases with age, this trend presents a

challenge for health service costs and capacity.
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THE ADVICE FOR HEALTH PLANNERS IN IRELAND IN RELATION TO ANNUAL INCIDENCE IS THAT BETWEEN
50 AND 100 PeOPLE PER 100,000 WILL DEVELOP AN

INFLAMMATORY ARTHRITIS (GABRIEL & MICHAUD 2009)

Better understanding of differences in pathogenesis has contributed to the development
of an increasing number of distinct drug therapies for the separate conditions of RA, PsA,
AS, and JIA. The goal of early treatment of IA is to achieve clinical and radiological
remission and reduce functional limitations and permanent joint damage associated with

these recognised chronic RMD’s (eumusc.net 2013b).

The Department of Health and Children defines chronic diseases as long term conditions,
which last for more than 6 months, are non-communicable, involve some functional
impairment or disability and are usually incurable. This definition includes arthritis and
allied conditions (Department of Health and Children 2008). Chronic diseases are the
leading cause of death and morbidity in developed countries. The World Health
Organisation has attributed 86% of deaths and 77% of the overall disease burden in
Europe to this broad group of diseases, the pattern in Ireland is similar (Department of
Health and Children 2008). Patients with chronic diseases presently utilise around 70% of
health resources. Despite this the average length of hospital stay for patients with RMD’s
in Ireland is low compared to the majority of European countries (Figure 1). The national
Model of Care for Rheumatology nationally emphasises the need for community models

of care, thus reducing the requirement for hospitalisation (Health Service Executive 2011).

Due to our ageing population and lifestyle factors, chronic conditions are expected to
increase by around 40% between 2007 and 2020 (Department of Health and Children
2012). The proposed model of care for rheumatology adopts a chronic disease model of
care so as to facilitate a right person, right place, first time approach to patients’ with
rheumatic disease (Health Service Executive 2011). The objectives of the programme are

categorised under quality, access and cost.
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Figure 1: Average length of stay for rheumatic diseases
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Source: WHO European Hospital Morbidity database 2010.
http://data.euro.who.int/hmdb/index.php. Data from 2007 except Spain and Netherlands (2005),
Italy Denmark (2006), Latvia, Lithuania (2008). There is a wide variation in the average length of
stay for musculoskeletal conditions across the EU. The longest average length of stay is in
Germany (12.8 days) and the shortest in Denmark (5.6 days).

3.1 Treatment Infrastructures

The model of care for rheumatology advises that the current rheumatology infrastructure
in Ireland does not support intervention at early stages when the disease can be reversed
(Health Service Executive 2011). The need to develop rheumatology services has long

been recognised(Health Service Executive 2011). There are significant resource gaps.

3.1.1 Currently the status of rheumatology care in Ireland is as follows: -

U In 2006 Ireland had the fewest number of practicing rheumatologists, Compared to
other European countries, with 0.5 per 100,000 inhabitants (eumusc.net

2013b)(Figure 2). This has recently improved to 0.7per 100,000 inhabitants but
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without a corresponding improvement in the recommended number of nurse
posts (Health Service Executive 2011, Health Service Executive Medical Education

and Training 2014b, 2014a)[31.5 CR/ 4.5 (100,000’s)) = 0.7].

Figure 2: Number of rheumatologists in Europe
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e No rheumatology centre in Ireland has a full complement of multi-disciplinary
team members (Health Service Executive 2011).

e The current ratio of CNSs per consultant rheumatologist is less than 0.5 per
135, 000 inhabitants, best practice guidance recommends 1 CNS per
rheumatologist or 1 CNS per 100,000 inhabitants (Health Service Executive
2011).

e There is only 1 registered ANP (Rheumatology) in post and just a further 2
posts approved nationally (1 vacant due to resignation; one candidate ANP
awaiting approval); best practice guidance is 1 CNS per 300,000 inhabitants

(Health Service Executive 2011).
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e [nsufficient space and in some centres an absence of sufficient administrative
support negatively impacts delivery of services (Irish Rheumatology Nursing
Forum 2014).

e Many consultant rheumatologists have commitments to general internal
medicine (GIM) which also impacts on the rheumatologists’ capacity to hold
outpatient clinics due to the demands of acute medicine (Health Service
Executive 2011).

e With the current shortfall in resources, it is not feasible for rheumatology
clinicians to apply the principals of T2T, namely: monitor patients closely;
frequently titrate medication (methotrexate and biologic optimisation);
biannual/annual calculation of a disease activity score (DAS) which is required
to achieve/demonstrate clinical remission or low disease activity within the
first 6 months of diagnosis, and which reduces long-term costs significantly

(Table 1).

SHORTAGE OF RHEUMATOLOGY ANP AND CNS POSTS DOES NOT SUPPORT THE
IMPLEMENTATION OF THE CONCEPT OF T2T IN THE MANAGEMENT OF PATIENTS WITH |A;
T2T REQUIRES EARLY INTERVENTION, FREQUENT REVIEWS, TREATMENT OPTIMISATION AND

MONITORING OF PATIENT OUTCOMES

Table 1 lists the current medical and nursing staff complement across the 17
rheumatology centres nationally. Furthermore, it highlights the limited number of
departments where neither MTX optimisation nor DAS calculation is undertaken
ordinarily, as international standards for care of people with RA advise (eumusc.net

2013c)
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Table 2: Current staff complements, and reports of subcutaneous methotrexate optimisation and DAS capture in routine

practice ordinarily

Hospital Rh SN CNS ANP New Hospital Groups S/CMTX  DAS captured
Groups wte wte wte wte prior to @ baseline
TNFi and
@ 1 month
Beaumont 2 1 0.5 0 Dublin North East-Beaumont, Our Lady of Lourdes Drogheda, Connolly, Yes No
Connolly 2 4 1 0 Cavan General, Rotunda, Louth County, Monaghan Hospital. Estimated No No
population 800,000
OLHSC/NCH 2 1 1 0 Dublin Midlands- St James, The Adelaide and Meath incl National No No
SIH 2 1 1 0 Children’s Hospital, Midlands Regional Tullamore, Naas General, Yes No
Tallaght/Naas 2 0 1 0 Portlaoise, The Coombe. No No
Tullamore 2 1 0 0 Estimated population 800,000 Yes No
MMUH 2 2 1 0 Dublin East: Mater, St Vincent’s, Midland Regional Mullingar, St Luke’s No No
Navan 2 2 1 0 Kilkenny, Wexford General, National Maternity , Our Lady’s Navan, St Yes Yes
SVUH/ 0.4 1.4 0 Colmcille’s, St Michaels Dun Laoghaire, Royal Victoria Eye and Ear. No No
OLH and CS 35 16 1 1 Estimated population 1,000,000 No No
CUMH 3 0 1 1% South/ Southwest: Cork University, Waterford Regional, Kerry General, No No
SIVH 2 1 1 0 Mercy University , South Tipperary General, South Infirmary Victoria No No
Waterford 2 1.5 1 0 University Hospital, Bantry, Mallow, Lourdes Orthopaedic Hospital, Yes No
KGH 1 0 0 0 Kilcreene. No No
Estimated population 850,000
Galway 2 0.5 2 0 West/North West: University Hospital Galway, Merlin Park, Sligo Yes No
Sligo/Leitrim 2 7.2 1.5 1* Regional, Letterkenny General, Mayo General, Portiuncula, Roscommon No No
County Hospital. Estimated population 700,000
Limerick/ 2 1 1 0 Midwest: Mid-Western Regional Limerick, Ennis General, Nenagh, St Yes No
Nenagh John's Limerick, Mid-Western Regional Maternity, Mid-Western Regional

Orthopaedic. Estimated population 400,000

Rh = WTE Consultant rheumatologists, SN = WTE Staff Nurse (also includes Clinical Nurse Managers), CNS = WTE Clinical Nurse Specialist,
ANP = WTE Registered Advanced Nurse Practitioner, ¥ = ANP post vacant currently, MTX = Methotrexate, TNFi = Tumour Necrosis Factor
inhibitor, DAS = Disease Activity Score, No = not necessarily, *Site approved candidate approval in process
(Irish Rheumatology Nursing Forum 2014)(data collated July 2014)
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3.2 Investments Required

3.2.1 Rheumatology nurses

The draft model of care for rheumatology recommends(Health Service Executive 2011): -

e One WTE ANP post for every 300,000 population
e One WTE CNS post for 100,000 population

Figure 3: Number of current and recommended ANP and CNS posts

H CNS = ANP
ANP
15
ANP
14
ANP
1
Current Required Recommended

Figure 3 presents the current number of rheumatology nurses in post and the required
number to address the deficit. Currently there is 1 ANP and 18.5 CNSs in post nationally.
To reach the recommended number of 45 and 15 posts respectively, a total of 14 ANPs
and 26.5 CNSs need to be recruited to bring rheumatology service nationally in line with
recommendations of draft model of care and also international best practice guidelines.
Recruitment of the required numbers of nurses is essential to deliver nationally the

QuALTY INITIATIVE OF T2T FOR PATIENTS WITH IA.
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3.3 Costs

The cost of employment of an additional 14 ANPs and 26.5 CNSs to work within the
rheumatology multi-disciplinary team is between €2.6-2.9 million per annum (Irish Nurses

and Midwives Organisation (INMO) 2014) (Appendix 1).

T2T is an international initiative which advocates monitoring patients closely and titrating
medication in order to achieve an agreed goal of clinical remission or low disease activity
usually within the first 6 months of diagnosis reducing costs significantly (Smolen &
Aletaha 2010, Smolen et al. 2010a, Smolen et al. 2010b, Treat To Target 2011, Smolen
2012, Coates et al. 2014). Additional nursing resources are required to implement this

quality initiative as outlined in Appendix 2.

Nurse recruitment will be in collaboration with Office of Nursing and Midwifery Services
Directorate (ONMSD) and fully aligned with The Strategic Framework for Role Expansion
of Nurses and Midwives (Department of Health and Children 2011).

THE DEPARTMENT OF HEALTH AND CHILDREN PROMOTES THE ENHANCEMENT OF NURSING AND MIDWIFERY
ROLES WITHIN A STRUCTURED STRATEGIC FRAMEWORK TO SUPPORT THE HEALTHCARE AGENDA IN THE

PROMOTION OF QUALITY CARE (DEPARTMENT OF HEALTH AND CHILDREN 2011)

Table 2 demonstrates the appropriate distribution of these additional rheumatology

nursing posts according to head of population per hospital groups/networks.
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Table 3: Distribution of rheumatology nursing posts according to head of population per hospital groups / networks
(Irish Rheumatology Nursing Forum 2014) (data collated July 2014)

Hospital Groups Current New Hospital Groups Recommended
CNS ANP CNS ANP

Beaumont 0.5 0 Dublin North East-Beaumont, Our Lady of Lourdes Drogheda,

Connolly 1 0 Connolly, Cavan General, Rotunda, Louth County, Monaghan Hospital. 8 2.6

Estimated population 800,000

OLHSC/NCH 1 0 Dublin Midlands- St James, The Adelaide and Meath incl National
SJIH 1 0 Children’s Hospital, Midlands Regional Tullamore, Naas General, 8 >2.6
Tallaght/Naas 1 0 Portlaoise, The Coombe.
Tullamore 0 0 Estimated population 800,000
MMUH 1 0 Dublin East: Mater, St Vincent’s, Midland Regional Mullingar, St
Navan 1 0 Luke’s Kilkenny, Wexford General, National Maternity , Our Lady’s 10 >3.3
SVUH/ 1.4 0 Navan, St Colmcille’s, St Michaels Dun Laoghaire, Royal Victoria Eye
OLH and CS 1 1 and Ear. Estimated population 1,000,000
CUMH 1 1% South/ Southwest: Cork University, Waterford Regional, Kerry
SIVH 1 0 General, Mercy University , South Tipperary General, South Infirmary 8.5 2.8
Waterford 1 0 Victoria University Hospital, Bantry, Mallow, Lourdes Orthopaedic
KGH 0 0 Hospital, Kilcreene.
Estimated population 850,000
Galway 2 0 West/North West: University Hospital Galway, Merlin Park, Sligo
Sligo/Leitrim 1.5 1* Regional, Letterkenny General, Mayo General, Portiuncula, 7 >2.3
Roscommon County Hospital. Estimated population 700,000
Limerick/Nenagh 1 0 Midwest: Mid-Western Regional Limerick, Ennis General, Nenagh, St
John’s Limerick, Mid-Western Regional Maternity, Mid-Western 4 1.3

Regional Orthopaedic.
Estimated population 400,000

¥ = ANP post not filled currently * Site approved candidate approval in process
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34 Strategic Objectives of the Rheumatology Clinical Programme

The strategic objective of the national clinical programme for rheumatology (Health
Service Executive 2013b)aim to: -

1. Reduce overall the numbers referred to rheumatology outpatient department’s
(OPD’s) by encouraging management in primary care as appropriate,
Standardise referral practices and guidelines,
Increase consultant rheumatology time by 40% within 1 year,
Reduce waiting periods for patients referred to rheumatology OPD’s,

Fast track of patients with early inflammatory arthritis and systemic disease,

SANE A T

Provide access to biologic therapies to patients as indicated but in cost-effective
manner,

7. ldentify potential efficiencies and savings within the system.

3.5 IRNF Key Initiatives

Key initiatives identified by the IRNF to meet these objectives are listed in Table 3, these
are categorised under access, quality and cost; the potential savings and objectives

addressed by each initiative are also identified.

Table 3 also highlight initiatives already piloted successfully in some rheumatology
centres, which are fully aligned to the rheumatology clinical programme objectives (Health
Service Executive 2013b). The potential to significantly improve delivery of care to

rheumatology patients with relatively little investment is demonstrated.
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Table 4: Irish Rheumatology Nursing Forum Key Initiatives

Deliverables Details Savings | Strategic
objectives
addressed

QUALITY Monitoring patients closely and titrating Health 567
medication in order to achieve either the Tatd e
Treat agreed goal of clinical remission or low disease re atlfe
To activity usually within the first 6 months of qua Itl\_/'f
Target diagnosis, reducing costs significantly (Smolen OHR Il_e
2012) (Appendix 2). (HRQoL)
ACCESS Published data demonstrates clinical and cost NLC 34567
effectiveness of Nurse Led Clinic (NLC) versus 50% CIOSt 42,6,
Nurse led Care | Rheumatologist Led care (RLC); NLC is not H ° RT_ZS
inferior to RLC (Ndosi et al. 2013, Primdahl et than
al. 2013) (Appendix 3).
Clinics: - ANP/CNS led hospital, virtual and outreach | €0-5m 1,3,4,7
IV. Hospital services to monitor the efficacy and safety of
V. Virtual treatment for patients with stable disease
VI. Outreach | (O'Flynn 2014) (Appendix 4).

cosT o .

Optimisation of MTX dosing demonstrated | €2.2 m 2,6,7

Methotrexate efflcacY and reduced req.uwement. for more

s expensive treatments in specific cases
optimisation )
(Hassanzadeh 2012) (Appendix 5).

COST

. . Audit data demonstrates significant savings | € 3.2m 2,7

Biologics hrough reduced dosing f f biologi

monitoring throug r.e uce osmg requency of biologic

and therapy in stable patients (Murphy 2013a)

optimisation

(Appendix6).
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3.6

Quality - Treat To Target (T2T)

Treat to Target is a set of recommendations published by European Union of Leagues

against Rheumatism (EULAR) to optimise care for patients with RA(Smolen & Aletaha

2010, Smolen et al. 2010a, Smolen et al. 2010b, Smolen 2012). The T2T recommendations

are meant to inform rheumatologists, other healthcare professionals and patients about

strategies to reach optimal outcomes of RA based on evidence and expert opinion. The

principles of T2T are that: -

Treatment of RA must be based on a shared decision between patient and
rheumatologist’.

The primary goal of treating the patient with RA is to maximise long-term health-
related quality of life through control of symptoms, prevention of structural
damage, normalisation of function and social participation.

Abrogation of inflammation is the most important way to achieve these goals.
Treatment to target by measuring disease activity and adjusting therapy
accordingly optimises outcomes in RA (Treat To Target 2011) (Appendix 2).

Treat to target guidelines were more recently published for spondyloarthropathies
including psoriatic arthritis (Kavanaugh 2012, Schoels et al. 2014).

A recent evaluation of the effect of tight control on early PsA is the first to
demonstrate that using a T2T approach significantly improves joint outcomes for

patients newly diagnosed with PsA (Coates et al. 2014).

>This is the essence of clinical governance (‘for quality and safety’) described as the system

through which healthcare teams are accountable for the quality, safety and experience of patients

in the care they have delivered. For health care staff this means: specifying the clinical standards

you are going to deliver and showing everyone the measurements you have made to demonstrate

that you have done what you set out to do (HSE, 2013b).
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e To employ “Best Practice” T2T recommendations, patients should be scheduled for
monthly follow up visits until low disease activity or clinical remission of disease is

achieved. Thereafter they should have 3 monthly follow up (Appendix 2).

IT IS ESTIMATED THAT A NEWLY DIAGNOSED PATIENT WILL REQUIRE UP TO SIX REVIEWS IN ORDER TO
ACHIEVE THE GOAL OF T2T IN THE FIRST 12 MONTHS FOLLOWING DIAGNOSIS.

60 NEWLY DIAGNOSED PATIENTS PER ANNUM = 360 ANP/CNS REVIEWS (HARRINGTON 2014).

In line with the concept of T2T the eumusc.net standards of care aim to ensure that health
care professionals know what should be done for people with RAthat people with the
condition know what standards of care they should receive (eumusc.net 2013c)(Appendix
7). There are also checklists for people with RA to use to ensure they are receiving the
most appropriate care (eumusc.net 2013d). These recommendations are based on existing
clinical practice guidelines and expert consensus. The standards focus on prevention,
access to care, early treatment and management of established disease (eumusc.net

2013c).

Despite international recognition and endorsement of T2T as the ideal goal of treatment
for patients with 1A, it is currently implemented in few centres in Ireland (lrish
Rheumatology Nursing Forum 2014).Formal implementation of this concept in the
Rheumatology Department in Our Lady’s Hospital, Navan, was facilitated by funding
during 2013 from a Dr Bernard Connor Innovation Bursary 2012(Ramakrishnan
2013).Nonetheless, recommended standards of care for people with RA (eumusc.net
2013d)are not being delivered nationally in any standardised manner(Irish Rheumatology

Nursing Forum 2014)(Table 1)

RECOMMENDED STANDARDS OF CARE FOR PATIENTS WITH IA CAN ONLY BE ACHIEVED THROUGH
THE QUALITY INITIATIVE OF T2T WHICH IS CONTINGENT ON THE PROVISION OF THE REQUIRED

ANP AND CNS POSTS SPECIFIED (FIGURE3)
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3.7 ACCESS - Nurse led clinics

Return visits account for up to 75% of rheumatologists’ case load, reducing time for new
patients or patients requiring urgent care. Case load analysis of both urgent and routine
waiting lists in one Irish centre demonstrates the requirement and scope for NLC in order

to improve patient access(Harrington 2014) (Table 4).

Table 5: Waiting list for ‘urgent’ patients to be seen in Monorhamilton DGH

New Patients — Triaged Waiting time to be seen New referral triaged for routine
for urgent waiting list /soon waiting list
108 3 months 1423

In this centre records show that a minimum of 1 patient per week receives a new
diagnosis of RA. This annual estimate of 60 patients does not include other newly
diagnosed IA conditions. According to T2T recommendations, patients with IA should be
scheduled for monthly follow up until low disease activity or clinical remission of disease is
achieved, thereafter, they should have three monthly follow up (Appendix 2). Taking this
one centre as a reference site, in order to achieve these targets it is estimated that 360
clinic appointments are required annually for newly diagnosed patients with RA
(Harrington 2014); in this site the majority of patients with IA have been waiting longer
than 3 months. For patients on waiting lists with undiagnosed IA the resulting burden in
terms of physical, psychological, vocational and financial cost can be enormous due to
delay in treatment(Smolen 2012). Irish rheumatology centres have demonstrated that the
provision of NLC: -

e Alleviates time pressure on rheumatology clinics(Kavanagh 2010)

e Facilitates tighter control for patient’s disease and so improving outcomes(Daly 2012)

e Improves capacity within the clinics and so improving patient access to care(Kavanagh

2010, Martin 2013)

e Leads to increased autonomy for CNSs(Molloy 2008, Kavanagh 2010)

e Expands clinical decision making skills for the CNS(Kavanagh 2010, Daly 2012)

e Leads to highlevels of patient satisfaction (Molloy 2008, Martin 2013, O'Flynn 2014).

PROVISION OF NURSE LED CLINICS LEADS TO SIGNIFICANT COSTS SAVINGS
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3.8 ACCESS Community outreach clinic

A Community Outreach Clinic initiative was commenced as a 3 year pilot in one Dublin
centre in 2011. All patients were referred to the CNS led service by a consultant
rheumatologist at a point where the patient was deemed to have stable IA, but requiring
on-going once or twice yearly outpatient review. Over 72% of patients could be reviewed
by the CNS led service with no additional out-patient (OPD) visit, thus releasing 455 OPD
sessions for additional new patient visits to consultant rheumatologists. Furthermore,
patient satisfaction was rated as very good or excellent by all of a sample of 100 patients

whose feedback was sought (O'Flynn 2014).

Advantages of this outreach clinic: -
e Improved new: return ratio at out-patient clinic (1:4.5 versus 1:8)
e Increased new patient attendance
e More timely access for urgent returns to rheumatology OPD
e Savings of approximately €501k in direct out-patient related costs plus significant

potential savings in indirect costs.

Advantages for the Primary Community and Continuing Care (PCCC) teams and local GP
practices:

e Improved interaction with and access to secondary care colleagues

e Better understanding of management of inflammatory arthritis(O'Flynn 2014)

(Appendix 4).

EXTRAPOLATION OF THIS DATA TO 10 CENTRES IN IRELAND PROVIDES STRONG EVIDENCE OF SAVING
POTENTIAL OF UP TO €5 MILLION PER YEAR

THIS AUDIT DEMONSTRATES IMPROVED QUALITY AND ACCESS TO THE SERVICE THROUGH
ESTABLISHMENT OF COMMUNITY OUTREACH NLC
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3.9 COST: Methotrexate optimisation

Optimisation of methotrexate (MTX) dosing has demonstrated both efficacy and reduced
requirements for more expensive treatments in specific patients. Published data
demonstrates merits (Schiff 2014), and success of treating patients with subcutaneous
(SC) MTX, where oral MTX has failed, and so preventing the need for biologic
DMARDS(Hassanzadeh 2012). MTX optimisation is currently practiced in 7 Irish centres,
however data is not captured systematically and methods are not standardised (Table 1)
(Irish Rheumatology Nursing Forum 2014). Optimisation of MTX dosing requires additional
ANPs/CNSs who can monitor patients regularly and so take appropriate measures to

stabilise disease.

Table 6: Potential savings for MTX optimisation through T2T

Patient Numbers Cost
Numbers Treated €
New RA patients per year 1,200 (100%)
Failure on traditional oral DMARD 600 (50%)
S/CMTX treated @€1,200/Patient/Year 50% 300 360,000
TNFi treated @€13,500/Patient/Year 50% 300 4,050,000
Savings 3,690,000

DMARD, disease modifying anti rheumatic drug
ASSUMPTIONS:

e Annual cost of biologic therapy €13,500 per patient per year

e Annual cost of MTX €1,200 per patient per year

e 1,200 newly diagnosed patients commenced on DMARD

e 50% of patients fail DMARD, 50% of those commence biologic therapy
e Availability of CNS/ANP to monitor patients as per T2T.=

POTENTIAL SAVINGS OF €3.6 MILLION TO HSE THROUGH MTX OPTIMISATION NATIONALLY

(A CONSERVATIVE: 10 PATIENTS PER CENTRE PA: 10 X 17CENTRES X €12,300 = €2M SAVINGS)
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3.10 COST: Reduction in biologics dosing frequency

Biologic agents are highly effective in the management of IA but are also expensive
medications. A sustained reduction in biologic dosing frequency would impact significantly
on the costs of treatment. A study carried out in Connolly Hospital Dublin explored
whether patients with IA would remain in remission following a reduction in biologic
DMARD dosing frequency and therefore lead to cost savings. This study concluded that
reduction in biologic DMARD dosing frequency is feasible and if extrapolated nationally
would yield considerable cost savings of up to €15 million(Murphy 2013a). Application of
such a biologic dose reduction in practice to as few as 10 centres nationally would yield

savings of over €3.2m per year.

Table 7: Potential savings through reduction in biologics dosing frequency

Number | Number | Cost of biologic Annual Savings Total
of of per patient biologic per Savings
centres | patients € cost € patient
1 48 13,500 648,000 6,750 324,000
10 480 13,500 6,480,000 6,750 3,240,000
ASSUMPTIONS:

e Annual cost of biologic therapy €13,500 per patient per year.
e 48 patients in 10 centres suitable for reduction in biologics dosing frequency.

e Availability of ANP/CNS to monitor these patients as per T2T principles.

BIOLOGICS MONITORING REQUIRES ADDITIONAL ANPS/CNSS TO MANAGE ADDITIONAL WORKLOAD —
FREQUENT PATIENTS REVIEWS ARE REQUIRED TO ENSURE DISEASE STATUS IS MONITORED ADEQUATELY SO

APPROPRIATE TIMELY ADJUSTMENTS IN THERAPY CAN BE MADE AS REQUIRED

POTENTIAL NATIONAL SAVINGS OF €15 MILLION PA THROUGH REDUCED BIOLOGIC DOSING, ESTIMATED AT
CIRCA 10,000 WITH INFLAMMATORY ARTHRITIS PRESCRIBED BIOLOGICS(MURPHY 2013A)

THEREFORE, 5 PATIENTS SAVED FROM A BIOLOGIC DMARD (1.ETNF1) OR A 50% DOSE REDUCTION IN 10
PATIENTS PA= €67,500; THIS IS > MAX ANP AND CNS SALARY SCALE

29




3.11 Supporting Evidence: British Society of Rheumatology Best Practice

Awards

The British Society of Rheumatology Best Practice Awards are awarded annually to case
studies within the NHS RMD services for models and pathways which highlight ground
breaking and innovative practice based on solid evidence. Four such award winning case
studies from 2013 provide robust evidence which further supports this IRNF business case

in terms of the QUALITY, ACCESS AND CoST initiatives proposed:

1. Case study: University Hospital Southampton: Medicines management and gain
share with commissioners: -
A £446k saved per year by patients stopping unnecessary therapy
A £303k saved per year by reducing biologic therapy dose (Appendix 8) (British
Society of Rheumatolgy (BSR))

2. Case study - Aintree University Hospital: Treat to target within existing resources
(British Society for Rheumatolgy 2013)
A £600k estimated saving per year from reduced need for biologic therapy
A 0% patients seen within three months of symptom onset before the early
arthritis clinic
A 46% patients now seen within three months of symptom onset (Appendix 9)

(British Society of Rheumatolgy (BSR)).

3. Case study: Bristol Royal Infirmary Standardised, integrated, multidisciplinary

care pathway

e 65% - the number of patients achieving a low disease activity state after 12 months

in the pathway, which means less irreversible joint damage and disability.
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3.12

£45,800 - the estimated per annum savings due to reduced use of high cost

therapies; equivalent to 20% of the total cost of the service (Appendix 10)(British

Society of Rheumatolgy (BSR)) (Appendix 10).

Case study: Guy’s and St Thomas’ Hospital: -Evidence-based treat to target

A £1million estimated savings per year from a 7% reduction in biologic use

A Treat to target patients are nearly six times more likely to reach disease

remission compared to routine care (British Society of Rheumatology 2013)

(Appendix 11).

Irish Society for Rheumatology September 2014

Outcome of Treat to Target (T2T) in newly diagnosed rheumatoid arthritis at

Rheumatology Department, Out Lady’s Hospital, Navan- Oral Presentation.

Audit of T2T per EULAR guidelines and recommendations of the T2T task group

Demonstrated: -

A total 54 patients were diagnosed with RA in 2012,
81.5% of patients achieved remission at 52 weeks,
18.5% remained in low disease activity at 52 weeks,
61% of patients achieved remission at 6 months,

22% (n=12) of patients proceeded to TNFi medications.

These findings are comparable to published figures of 70-80% remission at

1 vyear wusing T2T as the standardised approach to quality
care(Ramakrishnan 2014).
Patient Unit Cost Cost PA Saving
Numbers €
New RA patients per year 58 (100%)
Treated with synthetic DMARD 46 (79%) @€1,200 each 55,200
TNFi treated 12 (21%) @13,500 each 162,000
If 30% more pts received TNFI 17 (30%) @13,500 each 229,500 67,500
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3.13  Targets: Access and Quality

There is scope to increase the number of early arthritis patient review clinics through NLC.

e Each new WTE post holder is expected to provide a minimum 450 T2T patient

reviews per annum(11 per week), this equates to a total of 27,000 patient reviews
annually for patients with IA based on the availability of 15 ANPs and 45 CNSs

nationally.

3.13.1 Number of clinic reviews per post — Early Arthritis Patients

This proposal recommends that each WTE post holder has the capacity to provide a
minimum of 6 reviews per patient per annum from time of initiation or switch of either
synthetic or biologic DMARD therapy for disease and symptom management.
Assumptions:
e 50-100 patients per 100,000 population are diagnosed with IA, annually(Soderlin et
al. 2002, Gabriel & Michaud 2009)

100 x 45 = 4,500 patients are diagnosed nationally with IA, annually

T2T requires each patient to have up to 6 reviews per annum

Therefore the capacity for 27,000 OPD reviews is required for first year of diagnosis

27,000 reviews/60WTE post = 450 patient reviews per annum = 11.25 per week

27,000 reviews/ 40.5 additional posts WTE posts = 600 reviews pa = 15 per week

The availability of each ANP/CNS WTE post-holder is based on a 40 week year;

e WTE post incorporate a 20% reduction due to time out (annual/study
leave))(Small 2013),

e Further allowance of =100 hours per annum are recommended for CPD
activities (clinical audit, implementing evidence based research, MDT
education, mentoring and clinical leadership)(Small 2013),

e Each ANP/ CNS led clinic will review at least 11/12early arthritis patients per week,

approximating to between 26,400 and 28,800 extra patient reviews per year.
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It is also recommended that the ANP/ CNS work alongside (i.e. clinics are held in
parallel with) the relevant consultant or specialist registrar for clinical mentorship as
required and efficiency in ordering additional tests/investigations,

In addition post holders will also provide direct and indirect clinical patient care as
peculiar to local service need. Currently ANPs/CNSs provide combinations of the
following roles: - pre-assessment of new referrals; telephone advice lines, urgent
reviews; rescue work, monitoring stable patients, medications and bloods; pre-
biologic screening and education; infusion suite supervision; prescribing of
medication and ionising radiation, and administration of joint and soft tissue
injections, care co-ordination and case management between primary and

secondary care(IRNF, 2014).

3.13.2 Number of clinic reviews per post — Patients with established inflammatory

arthritis

There is scope to increase the number of reviews for patients with established arthritis

through NLC. It is estimated that at least 30 % of patients with an established

inflammatory arthritis require a treatment change in order to optimise disease control

health promotion and secondary prevention (Wolfe & Michaud 2007, Helliwell et al. 2013,

Dougados et al. 2014). The principals of T2T can also be applied to help optimise

treatment control in established disease.

Assumptions:

At least 30% of patients with established disease need a treatment change
annually to optimise disease control

The estimated prevalence of inflammatory arthritis in Ireland is 80,000 patients
This suggests that 24,000 patients require a medication change to optimise control
T2T advises review of these patients at least 3 months later to monitor response
Therefore at least 24, 000 additional patient reviews are required annually

24,000 patients/60 WTE posts/40 weeks = 10 patient reviews weekly for patients

with established disease for treatment optimisation (400 reviews/WTE/pa).
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4.0 INTRODUCTION OF CHRONIC DISEASE MODEL OF CARE

Chronic diseases are major drivers of healthcare costs, as well as associated economic
losses. In line with European Union of League against Rheumatism (EULAR) (eumusc.net
2013b), the National Clinical Programme for Rheumatology recognises arthritis as a

chronic disease(Health Service Executive 2011).

By 2020, the number of adults with chronic diseases will increase by around
40%(Department of Health and Children 2013). One of the most significant demographic
developments in the recent census is the acceleration in population ageing — the number
of people over 65 years is projected to be close to 2.5 times higher within 30 years with
greatest proportional increases in 85 + year age group (Department of Health and Children

2010).

THE PREVALENCE OF RA INCREASES WITH AGE (GORDON& HASTINGS2004)

THIS TREND PRESENTS HUGE CHALLENGES FOR BOTH COSTS AND CAPACITY

These data demonstrate the need for urgent implementation of a model of care which is
i)Aligned to the objectives of the National Clinical Programme for Rheumatology,
ii) Patient-centred and
iii) Provides better outcomes for people with RMD’s through a more actively

managed patient pathway.

The implementation of an evidence-based, standardised T2T, multidisciplinary care
pathway in one UK centre has helped to improve patient outcomes and through
secondary prevention has improved value in healthcare(Bristish Society for
Rheumatolgy)(Appendix10). An Irish example in practice is a Care Pathway for Patients
with Inflammatory Arthritis developed at Tallaght Hospital, Dublin which incorporates the
principles of T2T (Lee & Kane 2011)(Appendix 12), and serves as a model for replication

and further development nationally.
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The national clinical programme for rheumatology’s chronic disease model of care

approach to the management of arthritis encompasses: -

e Prevention
e Early diagnosis, intervention

e Management(Health Service Executive 2011).

This model of care facilitates development of specialist and advanced roles for nurses in

Ireland in terms of: -

e Improving access to the service
e Promoting quality and continuity of care

e Responding more efficiently to patient’s needs.

The model is in aligned to both EULAR recommendations for the role of the nurse in the
management of chronic inflammatory arthritis (van Eijk-Hustings et al. 2012) and
recommendations in relation to the management of comorbidities in IA (Dougados et al.

2014).

4.1.1 Care delivery model’s three pronged approach

Population health care needs in chronic disease apply to all such conditions. In care
delivery the Kaiser Permanente risk stratification pyramid serves to categorise level of care
need according to complexity and secondly, it quantifies the percentage of patients
requiring the respective levels of care (Taylor 2007). The segmentation of this complexity
as it relates to RMD, particularly autoimmune rheumatic conditions such as IA and
connective tissue diseases is represented in Figure 4. It is important to appreciate that
these three levels are not distinct cohorts of patients; people in each level can improve or
deteriorate and move between levels (Health Service Executive 2011).The key to the
successful care of people with these long-term conditions comprises this three level

approach: -
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Level 1: Supported self-care: -
Collaboratively helping individuals and their carers to develop the knowledge, skills and
confidence to care for themselves and their condition effectively; this approach, includes

health promotion.

Level 2: Care management: -
Providing responsive specialist services for those with either a complex single need or
multiple healthcare needs using multidisciplinary teams and disease-specific protocols and

pathways.

Level 3: Case management: -

Identifying the most vulnerable people - those with highly complex multiple long-term
conditions and using a case management approach to anticipate, co-ordinate and join up
health and social care(Department of Health 2006, Department of Health and Children
2008) (Figure 4).

Crucial to this business case proposal is the recognition that of this chronic disease
population, approximately 70% can be managed at primary care level, when disease is
stable (Department of Health 2006, Department of Health and Children 2008); the caveat

being; ‘when disease is stable’.

PROVISION OF ADDITIONAL NURSES WILL PROVIDE ACCESS To A STANDARDISED APPROACH TO CARE
NATIONALLY FOR PATIENTS WITH |IA THROUGH THE QUALITY INITIATIVE OF T2T IN A COST EFFECTIVE
MANNER AND FACILITATE MANAGEMENT OF PATIENTS WITH STABLE DISEASE WITHIN COMMUNITY INTERFACE

SERVICES.

THE CAVEAT BEING ‘WHEN DISEASE IS STABLE’
THE QUALITY INITIATIVE T2T HOLDS THE POTENTIAL TO INCREASE THE NUMBER OF PATIENTS WITH |IA WHO
ACHIEVE A STABLE STATE OF LOW DISEASE ACTIVITY OR EVEN REMISSION, MAKING THEIR CARE IN THE

COMMUNITY AN ACHIEVABLE TARGET
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Figure 4: Population health care needs in chronic disease

Complex case management:Highly complex
patients plus rare disease conditions requiring
case management / care co-ordination as
these patients are the biggest drain on health
care resources: Level 3 ANP posts

Level 3
Highly

complex
Management SRUELLL

Specialist disease management: High risk
patients requiring care management/period of
close monitoring (T2T):

Level 2:CNS /ANP posts

Level 2
High
1isk
patients

Specialist Disease
Management

Level 1
Supported self-care: Supported self- Suppotting Care 70-60% of 2

managers - appropriate for standard OPD and self Care ;’;‘p‘;‘l‘l];ﬂ;“*
(CNS) and Primary care (ANP) (when disease

stable) supported by secondary care: -

Level 1: CNS /ANP posts

(DEPARTMENT OF HEALTH 2006, TAYLOR 2007, HEALTH SERVICE EXECUTIVE 2011)

LEVEL 3 PATIENTS ACCOUNT FOR: -
88 % OF ALL PRESCRIPTIONS FILLED, 72 % OF ALL PHYSICIAN VISITS, 76 % OF ALL INPATIENT STAYS,

GOOD CASE MANAGEMENT MAY SAVE A PATIENT WITH VASCULITIS FROM RENAL DIALYSIS
A COST SAVING OF = € 60K / YEAR / NURSES SALARY

This business proposal recommends that the local development of job descriptions
(including role competencies) for ANP/CNS posts should give due consideration to site-
specific service needs and the stage of development of that site and the development of

BESPOKE roles where there is an identified service need and/or new service provision.
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5.0 SCOPE FOR RHEUMATOLOGY NURSE LED SERVICE IN
IRELAND

5.1.1 Need for nurse led services

The Irish health system has moved towards a population health approach in the provision
of health services and healthcare. Changing models of care delivery in tandem with the
changing demographic and epidemiological profile of the population have created the
requirements for specialist and advanced practice nursing and midwifery posts into the

future.

5.1.2 Increased expectations

Service users, the public, service providers and healthcare professionals expect services to
deliver safe, high quality care which is evidence based. Effective service delivery requires
sufficient staff available at the right time with the right skills, diversity and flexibility to
deliver high quality care. Optimisation of rheumatology nurse roles is of significant
importance to ensure the delivery of high quality patient-centred service. This is in line
with the published Framework for Future Health and Wellbeing (Department of Health
and Children 2013).

5.1.3 EU Working time directive

The European Working Time Directive (EWTD) sets down strict limits on the average
working hours permitted for non-consultant hospital doctors (NCHDs) (European
Commission 2013). This limits the scope for more extensive rosters, especially in smaller

hospitals; it will be one of the most significant drivers of change in the acute hospital
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services as a whole. Current expanded practice skills of rheumatology nurses include nurse
prescribing of medicinal products and ionising radiation, as well as intra-articular and soft

tissue injection techniques.

The EWTD - reducing doctors’ hours will have a significant impact on resourcing in
rheumatology centres so providing further stimuli for the expansion of nursing roles and
establishment of more nurse led clinics. The contribution of nurses and midwives, through
expansion of roles, in enabling the implementation of the EWTD cannot be
underestimated. Nurse led clinics provide care which has been proven to be non-inferior
to rheumatologist led care(Van Den Hout et al. 2003, Ndosi et al. 2011, Ndosi et al. 2013,
Primdahl et al. 2013).

5.1.4 Patient safety

Patient safety is a major concern in the health system. The Report of the Commission on
Patient Safety and Quality Assurance states that one of the requirements for good clinical
effectiveness is establishing clinical standards, guidelines and indicators that enable
healthcare professionals to monitor their individual, team and organisation’s performance
against national and international comparative parameters (Department of Health and
Children 2011).The draft HSE Methotrexate Pathway developed through the NCPR is one
such standard/guideline for the management of patients prescribed MTX (Rheumatology

Clinical Programme 2013).

Education, skills and competencies required meeting the clinical caseload needs of

rheumatology services, reporting and governance are outlined in section5.4.

5.2 Strategic Framework for Role Expansion of Nurses and Midwives

Strategic Framework for Role Expansion of Nurses and Midwives: Promoting Quality

Patient Care provides a policy framework to further expand the role of nurses and
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midwives to promote delivery of safe, high quality care by nurses and

midwives(Department of Health and Children 2011).

Case studies contained within this publication describe the expanded roles for a CNS in
rheumatology in an acute general hospital where the CNS manages the methotrexate
clinic, biologic telephone review clinic, and biologic screening clinic. Benefits have been:
reduced patient waiting times for rheumatology clinics, increased patient satisfaction,
reduced need for days off work for patients, improved patient safety and improved clinical

outcomes(Molloy 2008, Department of Health and Children 2011; page 53)(Appendix13).

This is fully aligned with the Framework for Future Health 2012-2015 which envisages
better management of chronic diseases by improved access to chronic disease
management programmes. Future health also recognises the need for development of
clinical and managerial leadership and capability commensurate with the requirements of
a modern healthcare system. ANPs and CNSs support a safe environment for patients by
increasing the use of evidence-based clinical guidelines (Department of Health and

Children 2012).
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5.3 Specialist Clinical Advanced Practice Evaluation (SCAPE) in Ireland

5.3.1 SCAPE Study

The Irish Specialist Clinical and Advanced Practice Evaluation (SCAPE) study was carried
out by the National Council for the Professional Development of Nursing and Midwifery
(NCNM)(Begley & MacNeela 2010). This SCAPE study of outcomes demonstrated

conclusively: -

e Care provided by CNSs and ANPs improved patient/clinical outcomes, is safe,
acceptable and cost neutral.

e Potential for CNSs and ANPs to support implementation of health policy, meet the
changing needs of the population; address patient expectations; contribute to
service reconfiguration; provide nursing leadership for the introduction of care
models and care programmes in the HSE.

e Their overall positive effect on patients/ client care, other staff and the health

system is apparent(Begley & MacNeela 2010).

The IRNF will work with the Quality and Patient Safety Directorate to ensure alignment
with current infrastructure for integrated quality, safety and risk management with the
aim of achieving excellence in clinical governance. Roll out of formalised governance
arrangements will ensure that everyone working in the health and personal social service
are aware of their responsibilities, authority and accountability and work towards

achieving improved patient outcomes(Health Service Executive 2013c).

5.4 Education Preparation for Rheumatology CNSs and ANPs

The clinical caseload of a CNSs and registered ANPs (rheumatology) requires extensive
knowledge and clinical skills in all aspects of RMD’s. This includes the development of the

critical thinking skills and competencies needed for the assessment, diagnosis, outcome
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identification, planning, implementation and evaluation of care for patients with RMD’s. A
minimum of a postgraduate diploma (NQAI Level 8 equivalent) in specialist nursing is

expected of CNSs wishing to pursue a career in rheumatology.

In 2002, a Graduate Diploma in Nursing (Rheumatology) (NQAI Level 8 equivalent), was
developed in partnership between the Our Lady’s Hospice and Care Services, Harold’s
Cross and University College Dublin. This programme ran successfully from 2002-2012,
during which time 33 nurses were conferred. Fifteen registered general nurses (RGNs)

commenced this 1-year programme for the academic year 2014- 2015.

Seven years post registration experience (five in the specialist area of practice) is the
minimum required by the Nursing Midwifery Board of Ireland (NMBI) for registration as
ANP. The minimum educational level for an ANP is a Master’s Degree (NQAI Level 9) with
a substantial clinical component that relates to the specialist area of practice(National
Council for the Professional Development of Nursing and Midwifery 2008, An Bord

Altranais 2010).

There are a number of MSc (Advanced Practice), Postgraduate Diploma (Advanced
Practice) and Graduate Certificate (Advanced Practice) education programmes on offer in
third level institutions around the country. These programmes offer education to nurses
who are selected to embark on a clinical career pathway towards a registered ANP
(rheumatology). The scope of practice of registered ANP includes comprehensive patient
assessment and investigation in order to conclude a full episode of care; thus the
competencies to prescribe medicinal products and ionising radiation (X-Ray) are also
recommended as part of the educational preparation of ANP candidates. Many colleges
have integrated medicinal prescribing and ionising radiation into their postgraduate and
masters programmes however not all have these components incorporated at

present(Small 2013) (Table 7).
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Table 8: Masters in Nursing (Advanced Practice)

College Type of Programme Relevant Content Duration

RCSI MSc Advanced Practice = Advanced Practice module (Generic) 2 years
lonising Radiation , Medicinal Prescribing = part-time
ucb MSc Advanced Practice  Advanced Practice module (Generic) 2 years

lonising Radiation, Medicinal Prescribing  part-time

NUIG MSc Advanced Practice  Advanced Practice module (generic) 2-3 years
Medicinal Prescribing part-time
ucc MSc in Nursing Advanced Practice module (generic) 2 years
Medicinal Prescribing part-time

The Graduate certificate courses in Advanced Practice in the School of Nursing at UCD are
for nurses who have completed an MSc in nursing (or relevant Masters). Programmes in
medicinal prescribing or ionising radiation, can be taken as standalone courses in addition

to the post-graduate programme (Table 9).

The following programmes are available for nurses who have completed an MSc in
Nursing (or relevant Masters) who wish to pursue a clinical pathway towards a registered

ANP (Table 8 and 9).

Table 9: Certificate in Advanced Practice

ucb Graduate Certificate Advanced clinical assessment (generic) lyear
Advanced Practice part-time

Table 10: Graduate certificate courses in medicinal prescribing or ionising radiation

ucb Professional Diploma Prescription of lonising Radiation
Professional Diploma Prescription of Medication
Professional Diploma Prescription of lonising Radiation and Medication

Professional Certificate = Prescription of Medication
Professional Certificate  Prescription of lonising Radiation
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Nurse Prescribing of Medicinal Products education programmes leading to an award of a

professional certificate are available as standalone courses from RCSI, UCC, UL, UCD TCD,

NUIG, DCU and WIT. The Centres of Nursing and Midwifery Education (CNME) in the

Midlands Regional Hospital Tullamore, and Connolly Hospital Blanchardstown, offer a

HETAC approved standalone course in Nurse Prescribing lonising Radiation (X-ray).

5.4.1 Rheumatology specific education

In addition, rheumatology specific education is provided onsite at the Education and

Research Centre, Our Lady’s Hospice and Care Services, Harold’s Cross, in partnership with

University College Dublin and Trinity College Dublin (Table 10).

Table 11: Rheumatology Specific Education

Educational suite provided onsite at Education and Research Centre, Our Lady’s
Hospice and Care Services, Harold’s Cross, in partnership with University College
Dublin and Trinity College Dublin.

1
2
3

Graduate diploma in rheumatology nursing
Pathophysiology of rheumatic diseases, (professional certificate)
Management of age related bone and joint disorders (professional certificate)

Management of intra-articular and soft tissue injection techniques
(Professional certificate)

Rheumatology for healthcare professionals (3-day programme) (introduction)
GP trainee immersion day (onsite multidisciplinary delivery)

Musculoskeletal assessment for health professionals: Blended learning: on-line and
workshop

Undergraduate nursing, occupational therapy, physiotherapy and pharmacy
student placements

FETAC (Health Care Assistants) (Care Skills Module)
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5.5

IRNF Introduction to Rheumatology Programme

During 2013-2014 the IRNF initiated a program for nurses new to the speciality of

rheumatology. The aim was to equip all nurses interested in RMD’s with an understanding

of the skills and knowledge necessary to effectively provide quality patient care through

theoretical and practical learning. To date 60 nurses have enrolled and 32 have completed

this two year 5-day programme.

5.6

Recommended Education for Candidate ANPs in Rheumatology

The ONMSD and NMPDU should engage with the NMBI in agreeing requirements
and standards for education programmes for advanced practice.

Education programmes should include theoretical and clinical content specific to
the registered ANPs caseload of undiagnosed, undifferentiated clinical conditions
in rheumatology(American Nurses Association and Rheumatology Nurses Society
2013).

Education preparation for ANP practice should meet the service needs of each
rheumatology department and provide the skills and competencies required to
safely meet the patient needs within the ANP clinical caseload.

This business proposal recommends that the following modules be incorporated
into registered ANP education preparation: -

e Medicinal Product Prescribing (compulsory),

e Intra-articular and Soft Tissue Injection Techniques (compulsory),

e lonising Radiation Prescribing, to provide a seamless, integrated
educational experience for the candidate and maximise cost-efficiency for
healthcare providers (compulsory).

There should be two-way communication between rheumatology departments,

NMPDU (i.e. clinical partners) and the third level colleges (i.e. academic partners).
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5.7  Skills and Competencies Required to Meet the Clinical Caseload Needs of

Rheumatology Services

The Rheumatology Clinical Programme leads, in partnership with the Irish rheumatology
Nursing Forum (IRNF), and the rheumatology programme coordinator at School of Nursing
and Midwifery, UCD have developed and agreed a rheumatology nurse competency
framework for registered nurses working at Staff Nurse, CNS or ANP level. Each clinical
grade delineates three distinct competency levels of NOVICE, COMPETENT TO EXPERT

PRACTITIONER (Appendix 14).

This competency framework was subject to peer review by the rheumatology programme
coordinator (MK)at School of Nursing and Midwifery, UCD and was considered to be
aligned to: -

1) the American Nurses Association and Rheumatology Nurses Society -
Rheumatology Nursing: Scope and Standards of Practice (American Nurses
Association and Rheumatology Nurses Society 2013),

2) UCD School of Nursing, Midwifery and Health Systems learning outcomes for

Graduate Diploma in Nursing - Rheumatology Nursing.

5.8 Policies, guidelines, procedures and protocols for practice

The IRNF propose to complement this business case through further work on the national
standardisation of policies, guidelines, procedures and protocols (PGPP) to guide ANP and

CNS clinical practice. It is anticipated that this work will be completed by the end of 2015.
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5.9 Framework for the Roll Out of New Rheumatology Nurse Positions

Together with the Rheumatology Clinical Programme Leads the IRNF will continue to
collaborate in relation to service and manpower planning with bodies such as: -

e Office of Nursing and Midwifery Services Director (ONMSD),

e Nursing Midwifery Planning and Development Units (NMPD),

e Directors of Nursing - locally.
And with respect to requirements and standards for education programmes for specialist
advanced nursing practice and professional regulation respectively with: -

e Higher Education Institutes, (in this business case development with the

department of Nursing and Midwifery, University College Dublin (UCD)),
e Nursing Midwifery Board of Ireland (NMBI).

5.9.1 Implementation

The IRNF have sought guidance from and received support for this submission from the
ONMSD®, local NMPDU’s’, UCD®, and members of the lIrish Society for Rheumatology
(ISR)°.

Strategic and clinical leadership from both the Rheumatology Programme Lead and
Directors of Nursing (DONs) will maximise the impact of role expansion. On-going
engagement with DONs is essential for the implementation of this proposal, specifically in

the identification of nursing posts which can be re-configured to facilitate the

® Ms Geraldine Shaw, National Clinical Programmes Liaison, ONMSD held two separate advisory meetings on
development of this IRNF business case with Patricia Minnock registered ANP (Rheumatology), IRNF
business case lead and Christina Doyle (aDoN) nurse lead rheumatology clinical programme, during spring
2014.

"Ms Elizabeth Roche, Director NMPDU, Dublin North East, delivered a workshop to the IRNF on the clinical
career pathway in spring 2014, as part of the business case development.

& Ms Mary Kemple(MK), Rheumatology Graduate Diploma Programme Co-ordinator, School of Nursing and
Midwifery, UCD validated the alignment of the nurse competency framework to the UCD graduate diploma
(rheumatology) curriculum and clinical competency assessment tool; spring 2014.

° Patricia Minnock registered ANP (Rheumatology), IRNF business case lead presented an overview of the
business case at the ISR spring 2014 meeting.
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development of the proposed ANP/CNS posts (Table 2). Table 11 provides details of

potential manpower capacity for post reconfiguration and development nationally.

5.9.2 Options for such reconfiguration might include (Table 11)

1. Release of current CNSs from rheumatology infusion suites,

2. Upgrade of clinic staff nurse posts to candidate CNS or candidate ANP posts,

3. Upgrade of existing CNS posts to ANP posts (currently 7 experienced CNSs are
educated to MSc level),

4. Aligning clinical and research nurse activities within rheumatology departments
(internally and externally funded posts),

5. Aligning nursing posts between public and private healthcare services (across
agency funded posts),

6. Aligning primary care and secondary care nursing activities through the
development of (candidate) ANP community liaison posts (shared
primary/secondary care funding),

7. Succession planning through promotion of post-graduate education to ANP/CNS

level within rheumatology departments (Table 11).

The staffing model should be reviewed on the basis of robust service planning and service
needs analysis that includes review of demand, capacity, number and acuity of patients

seen in the centre, staffing levels, skills mix and unit layout.

Specific job descriptions including role competencies should support consideration of site
specific service needs and the development of bespoke roles where there is an identified
service need and/or new service provision. Working examples of bespoke positions
include ANP and CNS led Complex Case Management Clinics, Young Adult with Rheumatic
Disease (YARD) Clinics and CNS led Reproductive Health Clinic (RHC) based in the
Rheumatic Musculoskeletal Disease Unit, Our Lady’s Hospice and Care Services, Harold’s

Cross, Dublin(Minnock 2013, Moore 2013).
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Table 12: Potential manpower capacity for post reconfigurations

Hospital Current Externally Current % CNS (WTE) Current Candidates Candidates
SN funded posts CNS time spentin  registered from Intro. to  forGrad.
WTE WTE WTE infusion suites ANPWTE rheum 13/14  Dip 14/15

Beaumont 1 0 0.5 0 0 2

Connolly 4 0.4 (SN) Dexa 1 When required 0 5 0
OLHSC/NCH 1 1 (SN) 1 0 0 2 1

SIH 1 1 (SN) 1 0 0 1 1
Tallaght/Naas 0 0 1 0 0 2 0
Tullamore 1 0 0 0.25 0 1 0

MMUH 1 0 1 0.5 0 2 1

Navan 2 0 1 0 0 1 0

SVUH 0.4 0.65 (CNS) 1.4 0 0 6 1

OLH and CS 16 0 1 0 1 5 3

CUMH 0 0 0 0 1 (vacant) 3 0

SIVH 1 0 1 0 0 0 0
Waterford 1.5 0 1 0.30 0 2 0

KGH 0 0 0 N/A 0 1 0

Galway 0.5 0.5 (SN) 2 0.5 0 2 2
Sligo/Leitrim 7.2 0 1 0 1 (candidate) 1 1
Limerick/Nenagh 0.5 0 1.5 0.25 0 4,1 Nenagh 1

SN = Staff Nurse including Clinical Nurse Managers, WTE= Whole Time Equivalent, CNS = Clinical Nurse Specialist, ANP = Advanced Nurse Practitioner,
(Irish Rheumatology Nursing Forum 2014) (data collated July 2014)
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5.9.3 Reporting and governance: promoting quality patient care: Evaluation of key

performance indicators and clinical outcomes

Performance, productivity and quality will be captured through standardised collection of
performance management indicators (KPI’s)/metrics identified for this business case to

provide on-going quality performance and productivity data (Table 12).

The IRNF in collaboration with members of the Irish Society of Rheumatology (ISR) have
secured private funding for an electronic patient record (EPR) to ensure capture of agreed
health care performance statistics to demonstrate the impact on improvements in service

access and costs to the implementation of these additional nursing posts.

5.10 Providing Access, Delivering Care, Enhancing Outcome

Ensuring Access, Assuring Quality, Containing Costs

Furthermore, through the NATIONAL use of this EPR standardised measurement of a
minimum data set of agreed clinical outcomes is feasible. Such data capture in a
systematic, real-time manner will serve to: -
e Enhance nursing productivity and safety (Access, Quality, Costs),
e Inform on-going service needs analysis,
e Demonstrate benefit of T2T to patient outcome (Access, Quality, Costs),
e Demonstrate the cost-effectiveness of ANP/CNS posts in delivery of quality patient
care (Quality, Cost),
e Provide a robust mechanism of audit of recommended Health Care Quality Indicators
(HcaQl) for RA (Appendix 15) (Quality),
e Provide a registry of patient disease groups and medication usage in real-time, in a
cost effective manner for the purpose of research and development (Appendix 16)

(Quality, Cost).
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Table 13: Proposed data capture: Key performance indicators, Patient outcome and
information to inform service need

Access

Wait time

No. new patients
No. return patients
No. urgent reviews
No. virtual reviews

No. DNA’s

Care(HCQl 2, 3, 4, 9,10, 13, 14)
Drug (Rx) Audit to capture: -
Initiation,

Titration,

Discontinuation, and/or
Switch of below listed Rx

Synthetic DMARD

Biologic DMARD

NSAID

Analgesia

Steroid

IM steroid injection

Joint and soft tissue injection

Patient education
PROMS (RA, PsA, AS)
Early morning stiffness duration
(EMS)

Pain

Global health

Fatigue

Functional assessment
Clinician reported outcomes
Swollen joint count
Tender joint count
Acute phase measures
Referrals
Physiotherapy
Occupational therapy
Medical social worker
Health promotion
Weight management
Smoking cessation
Self-management
Investigations:

TB screening

Blood monitoring

Urinalysis, HR, BP (min. yearly)

Outcome
Disease activity scores: -
RA: DAS28 ESR/ CRP
CDAI
SDAI

https://www.rheumatology.org/
Practice/Clinical/Forms/Clinical _Forms/

PsA: Minimal disease activity (MDA)
(Coates and Helliwell 2010)

AS: Ankylosing spondylitis disease
activity score (ASDAS)

http://www.asas-
group.org/research/asdas_calculator/asdas.html

Pain (ten point numeric rating scale)

Fatigue (BRAF) (Nicklin et al. 2010)
HAQ/functional assessment
SF-36

Social participation (TBD)

ANP/CNS evaluation:
service users survey (Appendix 14)

Smoking-quit
Influenza — every year

Pneumovax every 5 years

Mammogram > 50y = 2 yearly free
Cervical screening

(<50y Pap smear -2y; >
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https://www.rheumatology.org/

CV Risk Screening annually
[Heart Score; Systolic BP;
Cholesterol, HDL, Smoker Y/N}
Ultrasound (+/- injection)
Hand and Feet X-rays

Chest x-ray

DMARD- disease modifying anti-rheumatic drug; NSAID = Non-steroidal anti-inflammatory drug
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Qualitative and quantitative data will be reviewed in line with performance management
metrics identified for this business case to provide on-going quality performance and
productivity data(eumusc.net 2013a).Patient satisfaction will be reviewed through on-

going service user feedback (Appendix 16)

Assumptions include: -

e The majority of key deliverables of this business case are based on successful
recruitment and selection of the majority of the required 14 ANPs and 26.5 CNSs,

e Proposal is acceptable to all rheumatology MDT in reach centre,

e Proposal acceptable to GPs,

e Standardised scope of practice of both ANPs and CNSs which outlines core
competencies required of the persons undertaking such roles,

e Nationally agreed framework for role expansion that service managers can use to
plan for future service needs within each specific area,

e OPD facilities available,

e Clerical and administrative support reconfiguration is achievable where required.

Providing Access, Delivering Care, Enhancing Outcome
Ensuring Access, Assuring Quality, Containing Costs
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Appendix 1: ANP and CNS salary scales 2014

CNS Scales

Base

47,089 47,886 48,559 49,659 50,874 52,067
15% Uplift

54,152 55,069 55,843 57,108 58,505 59,877

53,260

61,249

54,604

62,795

55,852

64,230

ANP Scales

Base

54,870 55952 56,996 60,201 61,210 62,382
15% Uplift

63,101 64,345 65,545 69,231 70,392 71,739

63,477

72,999

64,566

74,251

65,066

74,825

(Irish Nurses and Midwives Organisation (INMO) 2014)
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Appendix 2 and 2a: Sample Protocols for Treat to Target in Rheumatoid Arthritis:
Sheffield, UK and Navan, Ireland

Rheumatology Department, Sheffield Teaching Hospitals, UK
With kind permission of Professor Gerry Wilson, UCD Professor of Rheumatology

VISIT 1(DOCTOR)
Rheumatoid Arthritis (per ACR guidelines)

Joint swelling/pain, EMS > 1 hour, TCRP/ESR, CCP Ab, RhF, USS, XR Hands and Feet

A IM injection of depo-medrone (120-160 mg)

A Initiate disease modifying anti-rheumatic drug (DMARD) (methotrexate (MTX) 15mg
PO OW (split dose 7.5 mg am/7.5 mg pm) + folate 5mg PO OW (if MTX
contraindicated start salazopyrin (SSZ) or leflunomide (LEF)

Arrange pulmonary function tests and chest x-ray as per department protocol

Give patient information pack and refer physiotherapy/ occupational therapy

DAS 28 baseline

T T> I

VISIT 2(1 MONTH),
Named Nurse; DAS -8

A Add hydroxychloroquin (HCL) /SSZ/LEF combination therapy + further IM
depomedrone if required
A If intolerant of PO MTX swap to sub cutaneous administration

VISIT 3 (2 MONTHS),
Named Nurse; DAS-28

If necessary increase MTX to 20 or 25mg, add HCL/SSZ/LEF, further IM depomedrone
If intolerant MTX try S/C MTX
If truly intolerant swap to SSZ or LEF

T T o

VISIT 4(3 MONTHS)
Consultant Rheumatologist; DAS-28 - aim for DAS remission (< 2.6)
A If DAS > 2.6 maximise DMARD treatment

VISIT 5 (6 MONTHS)
Named Nurse or Consultant Rheumatologist; DAS-28- aim for DAS remission (< 2.6)
e DAS 28 —if > 2.6 consider biologics as per department protocol

VISIT 6 (9/12 MONTHS)
Consultant Rheumatologist; DAS-28

e Ideally annual follow-up thereafter
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Appendix 2a

TREAT TO TARGET (T2T) PROTOCOL IN RHEUMATOID ARTHRITIS
Rheumatology Department, Our Lady’s Hospital, Navan

VISIT 1 (DOCTOR AND NURSE)

Diagnosis as per ACR/EULAR 2010 classification criteria
Baseline DAS28
FBC, ESRCRP, Renal, Liver, Bone profile, RF, AGQCP antibodies
X-rays hands and feet. CXR if Methotrexate (MTX) being considered
Patient education and treatment options with provision of information leaflets to include treat to
target programme and goals (remis®n or low disease activity as per DAS28)
Initiate conventional synthetic DMARD (csDMARD) as monotherapy or combination therapwith
blood monitoring
0 MTX 15mg orally weekly with Folic acid 5mg orally weekly, the day after MTX
o If MTX contraindicated, stat Salazopyrine (SSZ) or Leflunomide
Before starting MTX or Leflunomide, address contraception if appropriate
Shortt er m | ow dose prednisolone (<7.5mg per d
symptom relief with tapering as rapidly as clinically feasible. Intramuscular depomedrone can be
used as an alternative.
Vaccination as per guidelines
Calcium/Vitamin D supplementation, bone prophylaxis if appropriate + baseline DXA scan
If steroids not appropriate, consider NSAIDs if no contrindications
Referral to OT/PT/Smoking cessation

VISIT 2 AT 6 WEEKS (RHEUMATOLOGY NURSFAS28

FBC, ESR, CRP, Renal and Lipmfile
Check for sideeffects and address: If intolerant to oral MTX, consider switch to subcutaneous
route
If disease still active,
0 Escalate MTX to 20mg orally weekly if tolerated
o If on alternate csDMARD, optimise dose
Review steroid therapy and redue dose as appropriate
Alternate DMARD (SSZ or Leflunomide) if major adverse event to MTX

VISIT 3 AT 12 WEEKS (RHEUMATOLOGY NURSFAS28

FBC, ESR, CRP, Renal and Liver profile
Check for sideeffects and address: If intolerant to oral MTX, consider svah to subcutaneous
route
If disease still active,

o Escalate MTX to 25mg orally weekly if tolerated

o If on alternate csDMARD, optimise dose
If target achieved, continue same treatment with blood monitoring and OPD in 3 months
Review steroid therapy and redee dose as appropriate
Alternate DMARD (SSZ or Leflunomide) if major adverse event to MTX
If no improvementin DAS28 and poor prognostic markers* present, consider workup for
Biologic agents

*DAS28 definition:

<2.6: Remission

2.6-3.2: Low disease aivity
3.2-5.1: Moderate disease activity
>5.1: High disease activity

**The most frequently used combination comprises Methotrexate, Salazopyrine and Hydroxychloroquine

***Poor prognostic markers:

1. Seropositivity especially at high levels
2. Erosive disase

3. DAS28 >5.1
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Version 1, 10 November 2014
TREAT TO TARGET (T2T) PROTOCOL IN RHEUMATOID ARTHRITIS
Rheumatology Department, Our Lady’s Hospital, Navan

VISIT 4 AT 18 WEEKS (RHEUMATOLOGY NURSFAS28

FBC, ESR, CRP, Renal and Liver profile

Check fa side-effects and address

If intolerant to oral MTX or target not achieved, consider switch to MTX 25mg subcutaneously
weekly

If target not achieved and poor prognostic markers present, work up for Biologic if appropriate
In those with continued lack ofimprovement in DAS28 and poor prognostic markers, start
Biologic if appropriate with blood monitoring and OPD in 3 months

If target achieved, continue same treatment with blood monitoring and OPD in 3 months
Review steroid therapy and reduce dose as apppriate

Alternate DMARD (SSZ or Leflunomide) if major adverse event to MTX

VISIT 5 AT 24 WEEKS (RHEUMATOLOGY NURJBFAS28

FBC, ESR, CRP, Renal and Liver profile

Check for sideeffects and address: If intolerant to oral MTX, consider switch to subcutanus

route

Review steroid therapy and discontinue if target achieved

If target achieved, continue same treatment with blood monitoring and OPD in 3 months

If target not achieved, review by consultant at Nurse visit for initiation of Biologic if poor
prognostic markers present and OPD follovup in 3 months with blood monitoring

If target not achieved andabsence of poor prognostic markers, consider change of oral csDMARL
combination therapy

VISIT 6 AT 36 WEEKS (RHEUMATOLOGY NURSFAS28

FBC, ESR, GRRenal and Liver profile

Check for sideeffects: Address intolerance to any medications

Review steroid therapy and discontinue if target achieved

If target achieved, continue same treatment with blood monitoring and OPD in 3 months

If target not achieved, review by consultant at Nurse visit. If patient on second oral csDMARD or
combination therapy, initiate Biologic therapy if appropriate and OPD followup in 3 months with
blood monitoring.

OPD VISITS AT 362 WEEKS-DAS28

FBC, ESR, CRP, Renal andekiprofile
Check for sideeffects: Address intolerance to any medications
Review steroid therapy and discontinue if target achieved
If target achieved, continue same treatment with blood monitoring and OPD in@ months
If target not achieved:
o For Biologic nonrresponders, consider alternate Biologic
o In partial responders, continuation of same therapy for a total of 6 months may be
considered for optimal benefit
0 Continue blood monitoring and followrup OPD in 3 months

Version 1, 10 November 2014
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Appendix 3: The outcome and cost-effectiveness of nurse-led care in people with RA:
A multicentre randomised controlled trial.

Mwidimi Ndosi, Martyn Lewis, Claire Hale, Helen Quinn, Sarah Ryan, Paul Emery,
Howard Bird, Jackie Hill

ABSTRACT

Objective: To determine the clinical effectiveness and cost-effectiveness of nurse-led care
(NLC) for people with rheumatoid arthritis (RA).

Methods: In a multicentre pragmatic randomised controlled trial, the assessment of
clinical effects followed a non-inferiority design, while patient satisfaction and cost
assessments followed a superiority design. Participants were 181 adults with RA randomly
assigned to either NLC or rheumatologist-led care (RLC), both arms carrying out their
normal practice. The primary outcome was the disease activity score (DAS28) assessed at
baseline, weeks 13, 26, 39 and 52; the non-inferiority margin being DAS28 change of 0.6.
Mean differences between the groups were estimated controlling for covariates following
per-protocol (PP) and intention-to-treat (ITT) strategies. The economic evaluation (NHS
and healthcare perspectives) estimated cost relative to change in DAS28 and quality-
adjusted life-years (QALY) derived from EQ5D.

Results: Demographics and baseline characteristics of patients under NLC (n=91) were
comparable to those under RLC (n=90). Overall baseline-adjusted difference in DAS28
mean change (95% CI) for RLC minus NLC was -0.31 (-0.63 to 0.02) for PP and -0.15 (-0.45
to 0.14) for ITT analyses. Mean difference in healthcare cost (RLC minus NLC) was £710
(-£352, £1773) and - £128 (-£1263, £1006) for PP and ITT analyses, respectively. NLC was
more cost-effective with respect to cost and DAS28, but not in relation to QALY utility
scores. In all secondary outcomes, significance was met for non-inferiority of NLC. NLC had
higher ‘general satisfaction’ scores than RLC in week 26.

Conclusions: The results provide robust evidence to support non-inferiority of NLC in the
management of RA.

(Ndosi et al. 2013)
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Appendix 4: Community outreach clinic pilot

Organisation name: Department of Rheumatology, St Vincent’s University Hospital, EIm
Park, Dublin, 4.
Introduction: Establishment of a nurse specialist-led outreach service to monitor the
efficacy and safety of on-going treatment for patients with chronic but stable rheumatic
diseases.
Objectives:

1. To provide a safe, clinically effective service to patients in their own community.

2. To provide an important clinical and educational link between primary and

secondary care.

3. To free up valuable out-patient slots for new patient assessments.
Implementation, tactics and strategy
A series of meetings took place in 2010 between the rheumatology department multi-
disciplinary team (MDT) at St Vincent’s University Hospital (SVUH) and members of the
Arklow Primary Care Centre (PCC) team. A number of issues relating to the care of
patients with rheumatic disease were identified and potential solutions proposed. In early
2011, a 3 year pilot CNS-led outreach service commenced with the support of industry.
The first year focused on the development of the service (establishing protocols, defining
roles and standard operating procedures, arranging clinics and insurance). Detailed data
capture (including demographics, problems identified, actions taken, patient satisfaction
and effects of service on secondary care waiting lists and activity) began in March 2012.
All patients were referred to the CNS-led service by a consultant rheumatologist at a point
where the patient was deemed to have stable inflammatory arthritis but requiring on-
going once or twice yearly out-patient review to assess efficacy and safety of continued
disease-modifying or biologic therapy. There are 3 components to the CNS-led outreach
service: (1) Patients from the Arklow or Newtownmountkennedy PCC catchment areas
willing to travel to the PCC are reviewed there at weekly CNS-provided review clinic; (2)
Patients living close to SVUH willing to be reviewed there at a nurse-led clinic; and (3)

Patients living at a distance from either PCCs above or from SVUH who would receive a
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telephone review from the CNS at 6 months. All patients were given the CNS telephone
contact information to use if required and in addition a service information leaflet (encl).
Outcome:

Between March 2012 and August 2013 (18months), 630 patients were reviewed by the
CNS-led service; detailed data was obtained on 595 cases. 41% attended the CNS clinic at
SVUH, 24.7% were reviewed by telephone and 34.3% were reviewed at community PCCs.
455 patients (72%) could be reviewed by the CNS-led service with no additional outpatient
visit required thus saving 455 OPD visits for additional new patient visits. Furthermore,
patient satisfaction with the service was rated as very good or excellent by all of a sample
of 100 patients whose feedback was ascertained. Advantages of the proposed model of
care for stable chronic rheumatic disease patients include the following:

e For Patients:

0 Choice of appointment type (community, telephone or nurse-led clinic).

0 Reduced travel time, less interruption in daily lives including reduced work
absence.

0 More holistic care for patients with a chronicillness.

e For Secondary care:

0 Patients can now choose the type of appointment they would prefer.

0 Improved new: return ratio at outpatient clinics. Was 1:8 prior to 2012, and
now on average is 1:4.5.

0 Increase in new-patient attendances. (724 new patients seen in 2011, 809
new patients seen in 2012. Numbers for 2013 were 216 for Jan/Feb/March
extrapolating to 864 for the full year).

0 More timely access for urgent returns to the rheumatology outpatient
clinics.

0 The costs in employing a CNS + insurance + travel costs (for 1 year) =
approximately £63,500. The average unit price of an outpatient visit was
estimated as $1,134 (€1,102), (September 2012;
www.healthcostinstitute.org). In the 18 month period studied above, 455
clinic outpatient visits were not required as a result of the CNS-led outreach
service. Thus, approximately €501,401 was saved in direct outpatient-
related costs with significantly more savings likely achieved in indirect
costs. This money can be redirected back into the service to improve access
for new and urgent cases.

e For the PCC teams and local GP practices:
0 Improved interaction with and access to secondary care colleagues.
0 Better understanding of management of inflammatory arthritis.
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Appendix 5: Community outreach clinic pilot

Subcutaneous Methotrexate to Cut Costs?
To the Editor:

Methotrexate (MTX) is widely used as the drug of choice in the treatment
of rtheumatoid arthritis (RA) and it is advocated as such by the British
Society for Rheumatology guidelines!, To date, oral MTX has been used
because of patient preference for its once-weekly dosing regime and low
costs. Tumor necrosis factor-o inhibitors (anti-TNF-o) have become
increasingly popular in treating RAZ. However, anti-TNF-a drugs are
expensive and have been shown to increase the risk of skin and soft tissue
infections and reactivation of tuberculosis and possibly malignancy®.

MTX is currently available for oral or parenteral administration.
Although current guidelines encourage use of MTX as first-line therapy,
they do not specify the route of administration'#, Several studies describe
the increased efficacy’, tolerability®, and bioavailability’® of subcutaneous
(SC) MTX compared with oral MTX. It is possible that patients may be
successfully treated with SC MTX where oral MTX has failed, preventing
the need for biologic therapy.

We carried out a retrospective analysis of records of 301 patients with
RA at Gartnavel General Hospital, Glasgow, to determine the possible
financial and health benefits of using SC MTX before resorting to
anti-TNF-a therapy. From our cohort, a total of 256 patients had tried
anti-TNF-o therapy and 68 had had SC MTX.

Most patients had switched to SC from oral MTX because it was inef-
fective or intolerable because of adverse effects. Of the 68 patients who
had tried SC MTX, 29% had subsequently discontinued treatment, mostly
as a result of adverse effects. Of the remaining patients still on SC MTX,
22% were also on anti-TNF-a therapy, while 49% were established with
stable disease taking SC MTX alone. Therefore, we can take 49% as the
success rate of SC MTX in our cohort.

One year of anti-TNF-a therapy for a single patient costs £9295 on
average, while the equivalent dosage of SC MTX costs £927.68. Therefore,
if a patient commenced SC MTX instead of anti-TNF-a therapy it would
result in potential savings of £8367.32 per patient per vear. Of the 256
patients with RA receiving anti-TNF-a therapy, 233 had never tried SC
MTX. Using the success rate of 49%, we calculate that 114 of these
patients may have been treated successfully with SC MTX alone, prevent-
ing the need for biologic therapy. This translates to an overall cost-saving
per vear of future treatment for this cohort of patients as follows: £8367 32
x 114 = £953 874 48. We can also retrospectively calculate the potential
savings for each year since 2001, based on the number of new anti-TNF-a
patients each year (Table 1).

We have demonstrated that expenditure for anti-TNF-a therapy has
been increasing since 2001. This is a cause for concern, given the current
financial climate and recent figures published by the UK National Audit
Office?. In November 2009, the chief executive of the UK National Health
Service (NHS) stated that “the NHS and the Department of Health would
need to deliver between £15-£20 billion in efficiency savings per year by
2013/14™. In our study alone almost £1 million could have been saved per
vear if the patients in our cohort had received SC MTX before they were
moved to more expensive anti-TNF-a therapies. We recognize that our
data are from a local cohort but our findings represent a sample of the 1%
of the total population diagnosed with RA, If, as we suspect, the under-
use of SC MTX is a national trend, the potential savings to the NHS could
be hundreds of millions of pounds. We also recognize that the 49% success
rate 1s a gross estimate; however, even with a figure of 25% the savings
would still be substantial. Therefore, if national guidelines stipulated that
SC MTX be tried betore anti-TNF-at therapy, this could not only increase
financial savings markedly but also improve patient safety.

ROYA HASSANZADEH, Medical Student; CLODAGH MANGAN,
Medical Student, University of Glasgow Medical School; JANICE
FRANCE, RGN, 5CM. ADM, Specialist Nurse, Department of Rheumatology,
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Table I. Potential cost savings each year according to the number of patients started on anti-TNF-o therapy that

year.

No. Patients Newly Average Cost of A No. Patients Who

Starting Anti-TNF-o Year of Treatment Could Have Been

Who Never Tried 5C For The New Anti- Successtul Using Potential Saving
Year MTX TNF-a Patients*, £ SCMTX=** that Year, £
2001 12 130,130 6 50,20392
2002 16 167310 8 66,938.56
2003 23 223,080 11 92,040.52
2004 13 130,130 6 50,203.92
2005 17 158,015 8 66,938.56
2006 18 185,900 9 75,305.88
2007 19 185,900 9 75,305.88
2008 28 306,735 14 117,142.48
2009 39 418,275 19 158 .979.08
2010 47 474,045 23 192 448.36

*Based on the 2010 price (£) for normal weekly dosage of 50 mg etanercept for 52 weeks. **Based on 49% suc-

cess rate. SC: subcutaneous.
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Appendix 6: Major cost savings associated with reduced biologic dosing in IA

Claire-Louise Murphy, Miriam O'Sullivan, Sohail Awan, Clara Bannon, Linzi Martin,
Chavrimootoo Shawn, Trevor Duffy, Eithne Murphy, Maurice Barry.

ABSTRACT

Biologic agents are highly effective in Inflammatory Arthritis (1A) but are extremely
expensive. A sustained reduction in biologic dosing frequency would lead to major
cost savings.

Aim:

The purpose of this study was to explore whether patients with Inflammatory Arthritis
would remain in remission following a reduction in biologic dosing frequency and
therefore lead to cost savings.

Methods: This prospective non-blinded non-randomised study commenced in 2010.
Patients with Inflammatory Arthritis (Rheumatoid Arthritis, Psoriatic Arthritis orAnkylosing
Spondylitis) being treated with a biologic agent were screened for disease

activity. A cohort of those in remission according to standardized disease activity
indices (DAS28<2.6, BASDAI<4) was offered a reduction in the dosing frequency of
two commonly used biologic therapies (etanercept 50mg once per fortnight instead of
weekly, adalimumab 40mg once per month instead of fortnightly). Patients were
assessed for disease activity at 3, 6 and 12 months following reduction in dosing
frequency. Cost saving was calculated as the difference between the cost of the actual
amount of biologic agent used over one year compared with the cost if the dosing
interval had not changed.

Results:

Seventy nine patients with inflammatory arthritis in remission were recruited. Fifty
seven per cent had rheumatoid arthritis (n=45), 13% psoriatic arthritis (n=10) and

30% ankylosing spondylitis (n=24). Fifty seven per cent (n=45) were taking

etanercept and 43% (n=34) adalimumab. The percentage of patients in remission at 12
months was 61% (n=48). Using paired sample t-tests in SPSSv20, no significant
difference in measures of disease activity or functional status (DAS28, HAQ or

BASDAI scores) was identified from baseline to 12 months in those who remained in
remission. This resulted in an actual saving to the state of approximately 300,000 euro
over the year.

Conclusion

This small study suggests reduction in biologic dosing frequency is feasible in IA.

The study resulted in considerable cost savings at 1 year. The potential for major cost
savings in biologic usage should be pursued further.
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Appendix 7: Health care quality indicators for RA

In partnership with EULAR and 22 centres across Europe —Supported by the EC Community Action in the
Field of Health 2008-2013

HCQI RA 1: If a patient presents with suspected rheumatoid arthritis (RA) then he/she should
be referred to and seen by a specialist (preferably a rheumatologist) for confirmation of
diagnosis within 6 weeks after the onset of symptoms.

HCQI RA 2: If a patient is newly diagnosed with RA, then, he or she should be given
individually tailored education by relevant health professionals about the natural history,
treatment, and self-management of the disease within 3 months.

HCQI RA 3: Rheumatology practices should provide information (written or website) on how
a patient can contact the practice for urgent consultations (in case of flares/worsening of the
disease, serious side effects.

HCQI RA 4: If a patient is diagnosed with RA and the target (=remission or low disease
activity) is not attained then follow up visit should be scheduled by a rheumatologist within 3
months and when the target is attained a rheumatologist or a specialized nurse in
rheumatology should schedule follow up visits at least once a year.

HCQI RA 5: If a patient is diagnosed with RA and there are joint damage/soft tissue problems
that may be solved by surgery then the patient should be assessed by an orthopaedic surgeon
within 3 months

HCQI RA 6: If a patient is diagnosed with RA, then a rheumatologist and/or relevant health
professionals from the multidisciplinary team should assess and document the following
variables: 1) a measure of disease activity such as composite scores like DAS 28 or any of its
variants CDAI or S-DAI, 2) structural damage (using the best available method, e.g. x-ray,

MRI, ultrasound), 3) functional status, (e.g.HAQ), and 4) labor force participation. The
assessment and documentation should occur at baseline and thereafter at appropriate time
intervals, at least annually for 1, 3 and 4.

HCQI RA 7: If a patient has RA, then he/she should have a treatment plan developed
between him/her and his/her clinician/ health professionals at each visit.

HCQI RA 8: If a patient is diagnosed with RA then review of comorbidities, adverse events
and risk factors related to pharmacological therapy should be performed at least annually.
HCQI 9: If a patient is diagnosed with RA and therapy with a biologic disease-modifying
Anti-rheumatic drug (DMARD) is prescribed then a tuberculosis screening should be performed
and results interpreted before therapy start.

HCQI RA 10: A rheumatologist should intensify disease modifying medication when disease
activity is moderate* or high*.

*According to the EULAR recommendations

HCQI RA 11: If a patient is newly diagnosed with RA then a referral to a relevant health
professional for instruction on an individualized exercise program including advice for

physical activity, range of motion-, muscle strengthening- and aerobic exercises should be
provided within 3 months.

HCQI RA 12: If a patient is diagnosed with RA and reports difficulties in ambulatory and/or
non ambulatory activities of daily living then the need of assistive devices, appropriate
orthoses and environmental adaptations should be assessed and addressed.

HCQI RA 13: Rheumatology practices should have the ability to at least annually calculate
and record (electronically or on paper) composite scores like DAS 28 or any of its variants CDAI or
SDAI, for all patients with RA.

HCQI RA 14: If a patient is diagnosed with active RA (i.e. DAS* 28 over 3.2) then the disease
activity should be low (i.e. DAS28 below 3.2) 6 months after treatment has started.

*or another composite score for disease activity
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Appendix 8: Case study: University Hospital Southampton: Medicines management
and gain share with commissioners
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Appendix 9: Case study - Aintree University Hospital: Treat to target

BSR[E@

The Britlsh S for Riveuinatolagy

Aintree University Hospital — treat to target
within existing resources

Case study

£600k

Estimated saving
per year from
reduced need for
biologic therapy

0%

patients seen
within three months
of symptom onset
before the Early
Arthritis Clinic

46%

patients now seen
within three months
of symptom onset

Summary: The Aintree treat to target service demonstrates that it is possible to redesign a service
within existing NHS resources in order to achieve optimal patient care. At no additional cost, Aintree
have implemented best practice treat to target management of rheumatoid arthritis patients, which
could lead to an annual saving of £600k from the reduced use of high-cost biologic drugs.

The challenge

« From a clinical audit in 2005, Aintree Hospital
recorded sub-optimal results for achievement
of quality indicators such as time from referral
to first visit for rheumatoid arthritis (RA)
patients.

Without impacting the budget, Aintree Hospital
wanted to improve their quality of care for
newly diagnosed RA patients,

The solution

* The Early Arthritis Clinic at Aintree was
designed to see patients with suspected RA
within three weeks of referral from their GP
and to start diagnosed patients on intensive
disease-modifying therapy as soon as
possible, within a treat to target framework.

The service is based on the literature and is
aligned with NICE guidelines' and the EULAR
2010 recommendations? on treat to target.

.

Access to and use of the multi-disciplinary
team is considered crucial in the Aintree Early
Arthritis Clinic. On diagnosis, all patients are
referred to the occupational therapist and most
are referred to the podiatrist. There is also
access to physiotherapists and clinical
psychologists within the hospital,

Patients are ideally seen every four weeks

by a specialist nurse to monitor response to
therapy (this is achieved for 80% of patients).
Treatment escalation is initiated if the patient is
not achieving the target of disease remission.
Careful medicines management occurs when
patients are in sustained remission, as they
can have their drug dose de-escalated, which
can lower costs whilst maintaining optimal
patient outcomes.

Service care pathway

Aims: Identify patients for referral to Early
Arthritis Clinic

2 weeks *

Personnel: Consultant rheumatologist

Aims: Assess referied patients using
standardised proforma examination (bload tests,
X-ray, anii-CCP lest, ultrasound)

Follow-up in
other clinic

Discharge

Referral

Aims: Refer all patients to the occupational
therapist and most to the podiatrist on entry

Personnel: Specialist nurse
Aims: To monitor response to therapy

Patients with sustained
remission enter general
RA pathway

Annual Review

Persannel: Specialist nurse

Every 4 weeks,

Yearly

» Patients are educated and encouraged to

self-manage through the use of leaflets about
the disease and the service, as well as access
to a telephone helpline.

The best praclice services in this process were selected by an expert panel including representatives from the British Society for Rheumatoiogy, Arthritis Care,
National Rheumatold Arthritis Saciety (NRAS), the European League Against Rheumatism (EULAR), the European Union of Medical Specialists, the
British Orthopaedic Association, and the National Institute for Health and Care Excellence.
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For more information, see www.rheumatalogy.ora.uk/bestpractice or call 020 7842 0900.

Use of technology to guide patient management

Ultrasound measurements are routinely used to help guide clinical
decisions. Aintree’s use of ultrasound as a diagnostic, prognostic and
monitoring tool is leading the way in the use of technology to guide
patient management.

Improved patient management

Before the clinic was established in 2005, patients were not seen within
three months of symptom onset. This is a critical 'window of opportunity’
period during which intensive treatment has a high probability of
preventing disease progression and irreversible joint damage.

This has now completely changed: of 809 patients referred to the
Early Arthritis Clinic between 2006 and 2010, 96 patients had symptom
duration of less than three months.

Aintree Early Arthritis Clinic has shown that high numbers of patients
achieve remission at one year (51%). This is the primary goal for RA
patients and translates into prevention of joint damage and avoidance
of long-term disability.

Financial performance and outcomes

.

No additional costs: The Aintree Early Arthritis Clinic demonstrates
that it is possible to redesign a service within the NHS to achieve optimal
patient care despite economic constraints. No additional resource or
funding was required fo set up the treat to target Early Arthritis Clinic,
apart from the purchase of the ultrasound machine, which was funded
by a pharmaceutical company.

Cost savings: One of the main costs in treating patients with RA is the
use of high-cost biologic treatment when patients fail to respond to
traditional therapies. It is estimated that the intensive treatment strategy
employed by the Aintree Early Arthritis Clinic will prevent 66 patients per
year from starting high-cost biologic treatment, which equates to an
annual saving of nearly £600,000 per year.

BSRI®

The British Soclety for Rhcumatology

If Rebecca had developed
rheumatoid arthritis before 2005,
she would have been seen by a
consultant too late for her disease
to be adequately controlled.
Thankfully, she was diagnosed in
2010 and was seen and treated at
Aintree Early Arthritis Clinic within
two weeks of referral. She is now
enjoying life in sustained remission.

“We have the same number of staff
now as we would have done if we
had not set up the Early Arthritis
Clinic. We have re-structured our
service to allow more intensive
patient management.”

- Dr Cristina Estrach, Consultant Rheumatologist

Commissioning priorities

The Aintree treat to target model is an excellent example of care optimisation under limited resources. It meets a number
of the priorities for commissioners as outlined by the King's Fund in 2013*

+ Secondary prevention — the early, intensive treatment strategy used by the one-stop EIA clinic helps to quickly

control disease activity and prevent patients’ disease warsening.

- Improving the management of patients with both mental and physical health needs — the treat to target
pathway ensures close management of patients, and those who need it have access on site to occupational

therapists, psychologists and physiotherapists.

» Medicines management — improved long term patient outcomes from the treat to target approach should reduce

the requirement for high-cost biologic use.

- Active support for self-management and care co-ordination - patients are encouraged to self-manage and

have access to a care co-ordinator via the telephone hatline.

it Clinical Guideline 79: The Management of Rheumatoid Arthritis in Adults. The National Institute of Health and Care Excellence. 2008
2 Smolen, J et al. "EULAR recommendations for the management of rheumatoid arthritis with synthetic and biological disease-modifying antirheumatic

drugs.” Annals of the rheumatic diseases 69.6 (2010): 964-975,

* Smolen J et al. “Treating rheumatoid arthritis to target: recommendations of an international task force.” Annals of the rheumatic diseases. 69 (2010):

931-37.
* Naylor et al. “Transforming our Health Care System.” The King's Fund. 2013.
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Appendix 10: Case study: Bristol Royal Infirmary- Care Pathway

The British Soclety for Rheumatology

Bristol Royal Infirmary — Standardised,
integrated, multidisciplinary care pathway

Case study

65%

The number of
patients achieving
a low disease
activity state after
12 months in the
pathway, which
means less
irreversible joint
damage and
disability.

£45,800

The estimated per
annum savings due
to reduced use of
high cost therapies;

equivalent to

20%

of the total cost of
the service.

Summary: The implementation of an evidence-based, standardised, multidisciplinary care

pathway at Bristol Royal Infirmary has helped to improve patient outcomes and through secondary
prevention has improved value in healthcare. The provision of psychosocial support has improved
the ability of patients to self-manage and return to work.

The challenge

The Bristol Royal Infirmary wished to improve
the quality of care for newly-diagnosed
Rheumatoid Arthritis (RA) patients by aligning
service delivery with best practice according to
key guidelines to support care coordination
across the pathway and reduce gaps and
variation in care.

The solution

Based on a review of the literature and the
BSR and EULAR guidelines,">* Bristol Royal
Infirmary implemented a standardised, treat to
target, care pathway for newly-diagnosed RA
patients, focusing on early, intensive therapy
to prevent disease progression.

The pathway splits patients into ‘mild’,
‘moderate’ and ‘severe’ disease groups
based on their disease activity. Patients are
then allocated to three different treatment
regimens, depending on their disease group,
and move into the standardised care pathway
for up to 18 months.

The pathway fully integrates the
Multi-Disciplinary Team (MDT) consisting of:
consultant heumatologists, specialist nurses,
a specialist occupational therapist, a specdialist

Service care pathway

Personnel: Rheumatologist

Personnel: Specialist nurse
Aims: To begin treatment

Progress review

Personnel: Spedalist nurse
Aims: To check progress and evaluate
additional needs

Personnel: Occupational therapist and
physiotherapist

Aims: Promoting seff-management; social
and emotional support; an education
programime is started if required

Personnel: Rheumatologist and allied health
Aims: Medical assessment of progress and
MDT review to evaluate additional needs

Personnel: Specialist nurse, physiotherapist
or occupational therapist

physiotherapist, and a psychosocial support V:ﬁgkas Personnel: Rheumatologist and allied health
ol Aims: Medical assessment of progress and
Specm“St' ﬂ;gr;’ee\;irsy to evaluate additional needs
- Between visits, patients have direct access
to a telephone hotline, with specialist nurses 18 months [

acting as care co-ordinators to refer patients
to members of the MDT as required.

“Direct Access” system

“Having a standardised pathway makes it easy to
work with the rest of the team, as we all know our
responsibilities and work as a team to care for our
patients.”

- Dr Cecilia Mercieca, Rheumatology Registrar

The best practice services in this process were selected by an expert panel including representatives from the British Society for Rheumatology, Arthritis Care,
National Rheumatoid Arthritis Society (NRAS), the European League Against Rheumatism (EULAR), the European Union of Medical Specialists, the
British Orthopaedic Association, and the National Institute for Health and Care Excellence.
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Appendix 11: Case study: Guy’s and St Thomas’ Hospital: -Evidence-based treat to
target

BSRI[®

i
The British Sockoty fo HoRy

Guy’s and St Thomas’ Hospital — Evidence-based
treat to target

Case study

£1 million

Estimated savings
per year from a
7% reduction in
biclogic use

Treat to target
patients are nearly

6 times

more likely to
reach disease
remission
compared to
routine care

Service Mission:
To provide optimal
care for the physical,
emotional and
environmental
consequences of RA,
for all patients.
appropriate to their
sociat and ethnic
backgrounds.
continually guided
by patient opinion
and feedback

Summary: The implementation of treat to target and introduction of an electronic database at
Guy's and St Thomas' Hospital has resulted in good evidence for improved patient outcomes
compared to routine care. Fewer patients have required biclogic therapy, through secondary
prevention of disease progression, saving an estimated £1 million per year.

The challenge

« Guy's and St Thomas' wished to improve
outcomes in rheumatoid arthritis (RA) patients,
with both early and established disease, and
instigated a review of the literature and
guidelines to help redesign their service in
2004. This resulted in the establishment of
the RA Centre at Guy’s and St Thomas'.

The solution

+ The focus of the RA Centre is to provide
evidence-based treat to target therapy: all RA
patients who are not in disease remission,
however long they have had the disease,
undergo monthly manitoring and intensive
step-up combination therapy accelerations.

N

The service is based on the literature and is
aligned with NICE guidelines' and the EULAR
2010 recommendations? on treat to target.

The RA Centre incorporates an early RA clinic,
which aims to see patients rapidly after first
referral and starts patients on treat to target
management as quickly as possible.

- Diagnosis and difficult treatment decisions are
informed by the routine use of ultrasound.

Guy's and St Thomas' RA Centre focuses the
time of the nurse specialist to activities where
their skills can make the most impact, to avoid
them performing jobs where other healthcare
professionals could substitute. This includes
running the intensive therapy escalation clinics
with a major emphasis on patient education,
running a pre-pregnancy clinic and acting as
the care coordinator.

“This service is a system for
rheumatoid arthritis, not a pathway.”

- Dr Bruce Kirkham, Clinical Lead for Rheumatology

Service care pathway

Referral

RA diagnosis
Personnel: Consultant heumatologist
Aims: [dentify patients with active disease

Parsonnel: Nurse specialist
Aims: Educate and assess disease activity
and drug toxicity

Review

Personnel: Rheumaiclogy consultari
Aims: Step up treatment for patients with
pOOr response

Monitoring for patients
with poor response

Personnel: Nurse specialist
Aims: Educate and assess disease activity
and drug toxicity

\ Annual review

Personnel: Consullant rheumatologist
Aims: Assess disease aclivity and drug
toxicity

» The RA Centre places an emphasis on routine
data monitoring for continuous quality
improvement. This has led to the installation
of an electronic database system and
employment of a data manager.

» Guy's and St Thomas' provides a
cost-effective service, where multi-disciplinary
team functions can be accessed on site at the
hospital as needed.

The best practce senvices in this process were selected by an expert panel including representatives from the British Society for Rheumatology, Arthritis Care.
Naticnal Rheumatoid Arthritis Society (NRAS), the European League Against Rheumatism (EULAR). the European Union of Medical Specialists, the
Britsh Orthapaedic Association, and the National Institute for Health and Care Excellence
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Service performance and outcomes

+ The proportion of patients in remission or low disease activity increased Before Mohammed moved to Guy's
over a period of three years. and St Thomas', he had to travel to

+ Significantly more treat to target patients achieved disease remission see the physiotherapist and clinical
compared to routine care patients, and were found to be 5.7 times more psychologist at two different centres.
!lkely to r‘each remission.* As dlsgase rgm@swn 1s.the key treatment goal Now he can see all spec‘lallsts in
in RA, this shows the value of this service in meeting national and : ; ;
international recommendations for management of RA. one visit at a single site.

» The number of treat to target patients who changed treatment when not
reaching the target of remission has increased over time. This change, Nurse-led treat to target clinics have resulted
which is likely to have driven the improved patient outcomes, is thought in improved medicines management:
to be due to better education from the nurse specialist, as the change
coincided with the introduction of specialist nurse clinics in 2006. Before nurse-led After nurse-led

clinics clinics

Financial performance and outcomes o) . (4]

- Itis estimated that the improved patient outcomes associated with the 65 / Y o2 92 / 0
treat to target pathway at Guy's and St Thomas’ reduces the need for of patients not in of patients not in
two specialist nurse visits per patient per year. This equates to an remission switched remission switched
annual saving of approximately £230,360 across all patients. treatment treatment

+ Guy's and St Thomas' treat to target pathway was found to have a lower
used of biologics {13%) compared to routine care (20%) (2008 figures).
This is associated with an estimated saving to commissioners of
£1,118,412 per year.

Integration with primary care

+ The RA Centre works closely with primary care to ensure rapid and
accurate referrals from GPs. A referral form was developed that can be
accessed by GPs on the Trust website and a close relationship with
local commissioners continues with regular meetings every two months.

Commissioning priorities

The Guy’s and St Thomas' evidence-based, treat to target has excellent evidence of improved patient outcomes and
the potential for substantial cost savings. It meets a number of the priorities for commissioners as outlined by the
King's Fund in 2013*

.

Secondary prevention - freat to target management slows disease progression.

Improving the management of patients with both mental and physical health needs - the treat to target
pathway ensures close management of patients and those who need it have access on site to occupational
therapists. psychologists and physiotherapists.

Care co-ordination and active support for self-management — due to the focus of the nurse specialist on
patient education and case co-ordination.

Medicines management - improved long term patient outcomes from the treat to target approach reduced the
biologic use compared to routine care.

Managing ambulatory conditions — an integrated approach to urgent and managed care, has led to an estimated
reduction of specialist nurse visits a year per patient.

Improving referral quality - the close relationship with commissioners and the use of the GP referral form help
improve the quality and speed of referrals.

i Clinical Guideline 79: The Management of Rheumatoid Arthritis in Adults. The National institute of Health and Care Excellence. 2008.

2 Smolen, J el al. “EULAR recommendations for the management of rheumatoid arthritis with synthetic and biological disease-modifying antirheumatic
drugs.” Annals of the rheumatic diseases 69.6 (2010): 964-975.

3 Gullick NJ, Oakley SP, Zain A, Gibson T, Jones T, Mistlin A, Rees JD, Panayi GS, Kirkham BW, Goal-directed therapy for RA in routine practice is
assoclated with improved function in patients with disease duration up to 15 years. Rheumatology (Oxford). 2012 Jan 17.

4 Naylor et al. “Transforming our Health Care System.” The King's Fund. 2013.
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Introduction

Definitive treatment for someone presenting to

iali services ises a
package of care, rather than a single action (Walsh
et al 2007).

This care package requires input from a variety of
specialists to ensure an integrated approach to
diagnosis, treatment and provision of care

Patients are instrumental in the design of their care
package,

Aim

To develop a care pathway for patients with newly
diagnosed Inflammatory arthritis (IA) in a Dublin
teaching hospital

Objectives

To develop a cohesive and integrated care pathway
involving all of the multidisciplinary team.

Involve all of key stakeholders including patients

Evidence Base

Avthritis and Musculoskeletal Alliance (ARMA) Standards of
Care

Standard 4

Al people with suspected inflammatory arthritis
should be seen by a specialist rheumatologist
within 12 weeks of referral from their GP, to
confirm diagnosis and enable prompt and effective
treatment,

Key Recommendation 3

In recent onset RA, measurement of CRP and key
components of disease activity (i.e. DAS 28)
should be preformed monthly until treatment has
controlled the disease (NICE 2009.)

Key Recommendation 4

People with RA should have access to a named
member of the MDT team who is responsible for
co-ordinating their care (NICE 2009).

Method

A change management approach was adopted for
this project.

All relevant key stakeholders were involved in
designing the care pathway.

A timeframe of 6 months was decided to allow for
full integration of change process

Feedback and presentation of process improvement
at weekly MDT meetings

Re-negotiation of clerical support for project.

Shona Lee, David Kane

TaMlaght Hospital, Dublin 24

158 4 oo

amaaiqn

Conclusion

Involvement of the MDT team has enabled
development of an holistic approach to
management of patients with newly diagnosed IA.

Phased medical, nursing and allied health
professional clinics allow for rapid escalation,
monitoring and ‘treat to target’ DAS driven care.

Patient feedback has informed provision of rapid
access, urgent review, out of hours appointments.

Need identified to further develop the care

pathway beyond first year of treatment.
Pathway should extend into primary care
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Appendix 12: Development of a care pathway for inflammatory arthritis

Development of a Care Pathway for
Inflammatory Arthritis (1A)

Recommendations
Review care pathway yearly.

Review patient expectations of rheumatology
service

Develop an information session for patient carers.

References
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Appendix 13: Case study 9: Promoting quality patient care

STRATEGIC FRAMEWORK FOR ROLE EXPANSION O F NURSES AND MIDWIVES:
PROMOTING QUALITY PATIENT CARE

Role Expansion Nurse-led clinics:

® Methotrexate clinic.

* Biologics telephone review clinic.

® Biologics screening clinic.

Driver for Role Expansion

® Need for CNS support for patients commencing methotrexate.

® Addressing the needs of the stable patient on biologic therapy who does not require
medical review but does require ongoing support.

® Direct referral to urgent clinic by CNS resulting from calls to advice line from patients
having acute arthritic flare up.

New Competencies/Skills ® Competencies gained through attendance at specific
presentations at conferences/study days nationally and internationally in order to develop
skills required to deliver optimum nurse-led services.

*Admini stering O0OMantoux?©d.

® In-house study days to support competency attainment were developed with nurse
practice development and CNM 2 of the unit.
Multi-disciplinary Team

® The multi-disciplinary team includes physiotherapists,

Support occupational therapist, social workers, medical and nursing specialists. The multi-
disciplinary team are fully supportive of the rheumatology CNS service.

Management Support

® Fully supportive through set up phases of clinics andon-going CNS service needs.

* Doctors continue to be fully supportive.
Benefits

® Increased autonomy and utilisation of CNS skills.

* Reduced patient waiting times for rheumatology clinics.
® Increased patient satisfaction.

* Reduced need for days off work for patients.

® Environmental benefits of reduced travel requirements.
Benefitsd contd. ® Improved patient safety.

® Improved clinical outcomes.

® Improved efficiency of human and financial resources.

Other Supports ® Guidelines for CNS & Core Competencies, ABA
Scope of Nursing and Midwifery Practice Framework.

® Local, national and international protocols for nurse-led clinics.

Of Note ® The CNS (Rheumatology) regularly identifies practice areas where further
nurse-led services could be provided to optimise patient care.

® The CNS regularly audits practice and patient satisfaction and attends conferences to
up-skill and share knowledge with peers both nationally and internationally.

80



Appendix 14; Rheumatology Nurse Competency Framework

Rheumatology Nurse Competency Framework(based on work by the NCNM, the Epilepsy Programme of Care and the RCN)

Rheumatology Nurse Competency Framework for registered nurses working at Staff Nurse, CNS or ANP level; Each clinical grade delineates
three distinct competency levels of Novice, Competent to Expert practitioner; Each competency dimension has three distinct functional
levels:

Novice: Staff Nurse or candidate Clinical Nurse Specialist

Competent: a CNS or candidate Advance Nurse Practitioner

Expert: an ANP
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Competency 1: Clinical Focus of a Rheumatology Nurse

Novice (Staff Nurse/Candidate | Competent (CNSp/Candidate ANP) Expert (ANP)

CNSp)
Knowledge of | Develops  knowledge of the | Links the pathology of rheumatology illness to | Teaches nursing and medical staff about new theories.
rheumatology | pathology and diagnosis of | appropriate treatment options. Understands | Develops awareness of new evidenced based treatments

rheumatology related illnesses.
Ability to communicate information
to clients and their family regarding
the current stage of the illness.
future

Describe possible

management options.

the pathological differences of various
conditions and recognises appropriate drug
treatment for each condition the use of drugs

in different illnesses.

within nursing and interdisciplinary team. Discusses with
the client relevant investigations and treatment options
that are available through ANP service.

Expert practitioners demonstrate practical and critical
thinking skills that are acknowledged by their peers as
exemplary. Provide clinical leadership by demonstrating
advanced theoretical knowledge and clinical skills in

managing defined rheumatology conditions.

General
Clinical

Management

Effectively manages the nursing care
of clients / groups / communities
both within the hospital and primary

care setting.

Articulates and demonstrates the concept of
nursing specialist practice by being responsible
for own caseload and the provision of specialist
knowledge to identified client group.

Possesses specially focussed knowledge and
skills in a defined area of nursing at a higher
level than that of a staff nurse.- Performs a
nursing assessment , plans and initiates care
treatment modalities within

and agreed

interdisciplinary protocols to achieve patient /

Accountable and responsible for advanced levels of
decision making which occur through management of
specific client / patient caseload.

Demonstrate expert skill in assessment and treatment of
defined aspects of rheumatology care within a
collaboratively agreed scope of practice framework.
Initiates and maintains open communication within IDT.

Facilitates a team approach to planned patient care.
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client-centred outcomes and evaluates their

effectiveness.

Caring for
well

rheumatology

Be able to identify type of
rheumatology illness. Offers advice

on management strategies and when

Identifies clinical need and provides evidence
based management. Provides a central point

for continuity of care. Facilitates access to

Uses advanced clinical assessment skills to perform a

holistic assessment. Introduces and evaluates

management programmes that are sensitive to the clients

patients to refer on. other services as appropriate. Manages nurse- | needs in partnership with them.
At all times for every interaction with | led clinic. At all times for every interaction with a client, ensures
a client, ensures clinical assessments | At all times for every interaction with a client, | clinical assessments are documented and communicated
are documented and communicated | ensures clinical assessments are documented | to other relevant health care professionals.
to other relevant health care | and communicated to other relevant health
professionals. care professionals.
Caring for | Uses clinical assessment guidelines | Advises on  self-management, on-going | Ensures that the service is responsive to changing need
impaired to identify symptoms and clinical | assessment, and advises when complications | and ensures good communication and a quick access to
clients need. Recognises potential | arise. Devises a self-care plan with the client. service when required. Recognises complications and
complications from polypharmacy, | Assess, plan, implement and evaluate nursing | manages change
drug side effects, frequent clinic | interventions altering treatments as required
appointments and gains advice from | within agreed protocols
IDT on management strategies.
Caring for | Identifies a need for increased | Assess monitor and evaluate disease activity. Receive referrals Works proactively with agencies to
complex patient and family support and | Uses expertise, communication and co- | promote good quality management tailored to the client’s
cases intervention. ordination skills to ensure continuity of care | choice and need. Mediates between services and

between hospital and the community care

setting.

facilitates complex ethical decision making.

83




Competency 2: Patient / client advocacy

Novice (Staff Nurse/Candidate CNSp)

Competent (CNSp/Candidate ANP)

Expert (ANP)

Relationships with | Develops a trusting relationship with the | Encourages the client and the family to | Empowers the client to identify and
clients and their | client and family. Acts as an advocate. foster a self-management approach. Acts | reach realistic  goals of  self-
families Demonstrates effective listening and | as an advocate at departmental meetings, | management.
questioning skills for use over the | and participatesin user groups. Advocates at a strategic level on behalf
telephone. Enables clients to participate in decisions | of local population to ensure services
about their health needs. are developed effectively.
Confidently manages distraught clients
and family members.
Integration and | Identifies rheumatology services in health, | Achieves co-operative working between | As a clinical expert, identifies gaps in
development of | social, voluntary and independent settings. | own and other care settings. Identifies | regional and local service provision.
services Appreciates different models of care and | potential changes and discusses with | Contributes imaginatively and leads the
their benefits. manager. development of policies
Relationships with | Establishes working relationships that | Maintains existing partnerships to foster a | Develops new partnerships.

professional on behalf

of the client

promote partnership between health,
social, voluntary and independent sectors.
Identifies opportunities to join effective

networking groups

sense of mutual trust and respect.

Maximises the use of effective networking.

Initiates and fosters new networking
opportunities such as networking with
individuals working in other specialist

areas.

Professional

clinical leadership

and

Understands the role of the specialist
nurse, demonstrates an awareness of how
own role impacts on service delivery to

people with rheumatology illness locally.

Effectively communicates and promotes
the role of the CNSp as a pivotal member of

the IDT.

ANPs are pioneers and clinical leaders in
that they may initiate and implement
service in

changes in healthcare

response to patient / client need and
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service demand.

They influence regional service provision
with rheumatology nursing leadership
and participation in IMD professional

projects.

Competency 3: Education and Training

Novice (Staff Nurse/Candidate CNSp)

Competent (CNSp/Candidate ANP)

Expert (ANP)

Development
educational

programmes

of

Participates in educational programmes IDT
members, peers, voluntary and other
nonprofessional groups.

Attend relevant educational programmes

to ensure continual professional updating.

Initiates and develops effective graduation?
programmes and discussion groups locally?
Provide guidance and instruction where
required to staff caring for clients within
the service.

Identify educational deficits in relation to
rheumatology disease and contribute to
programmes addressing deficits.

Ensure that all education to patients and
staff is in an acceptable format for all to

understand.

Identifies and responds to the learning
needs of the IDT.

Lead educational initiatives to raise
expertise amongst nursing and IDT.
Provide education that promotes positive
behaviour change in the relevant client
group.

Assess patients /carers needs and ability
to absorb information and tailor it

appropriately.

Mentorship,
preceptorship,
facilitation

professional

and

Makes effective use of a mentor to explore
ideas and devise a personal development

plan.

Acts as a mentor / preceptor to novice

qualified staff as required nurses.

Participate  through  role-modelling,
mentoring, sharing and facilitating

knowledge.
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supervisory skills for

health care workers

Teaching clients and | Understands the potential barriers to | Promotes the education of rheumatology | Leads the development of local and
families learning and uses strategies to maximise | by using appropriate information | regional education initiatives and
and evaluate learning. encouraging responsibility for health and | participates in the development of

well-being. national education initiatives.
Continuing Is aware that CPD is an ongoing | Identifies own CPD needs and engages | Identifies own CPD needs and engages

Professional
Development  (CPD)

for self

requirement of the profession and engages

as appropriate.

accordingly.

accordingly.
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Competency 4: Research and Audit

Novice (Staff Nurse/Candidate CNSp)

Competent (CNSp/Candidate ANP)

Expert (ANP)

Research

Understands what is meant by evidence
based care. Accesses evidence relevant to
rheumatology and shares with others.
Recognises the relevance of implementing
evidence based findings into nursing
practice.

Actively participates in the implementation

of such findings.

Identifies, critically analyses, disseminates
and integrates nursing and other evidence

in to the area of specialist practice.

Identifies research priorities for area of
practice. Initiates and co-ordinates
nursing research which ensures the
advancement of nursing practice, policy
and education informing the wider
health agenda. Required to carry out
nursing research which contributes to
quality patient care which advances
nursing and healthcare policy
development,

implementation  and

evaluation.

Audit

Critically appraises audit results and
participates in the implementation of

recommendations as appropriate.

Carries out audit of key aspects of service
using a range of approaches e.g. standard
statements, individual care plans, patient
satisfaction, complaints monitoring,
quantitative data such as referrals, patients
seen, telephone advice, response times etc
Interprets the outcomes of audit findings
and responds with initiatives to improve

service provision.

Initiates ,participates in and evaluates
audit findings to improve/enhance
service provision audit of their practice

Assume a leadership role in the
implementation of audit
recommendations to enhance service
delivery.Contributes to the design of and
presentation of rheumatology nurse
clinical audit projects at directorate or

organisational level.
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Competency 5: Consultancy

Novice (Staff Nurse/Candidate CNSp)

Competent (CNSp/Candidate ANP)

Expert (ANP)

Leadership

Identify the availability of skilled nursing
personnel within the department.

Recognise the benefit of liaison with
specialist staff to enhance ones knowledge
of this care area. Demonstrates an
awareness of how own role impacts on
people  with

service  delivery to

rheumatology illnesses locally.

Effectively communicates and promotes
the role of the rheumatology specialist

nurse as a pivotal member of the IDT.

Preceptor ?mentor —influencer

Influences regional service provision with
rheumatology nursing leadership and
participation in ID professional projects

i.e. care pathways and nurse-led services.

Professional

networking

Identifies opportunities to join effective

networking groups.

Maximises the use of effective networking

across social and healthcare boundaries.

Initiates and fosters new networking with
individuals working in other specialist
areas. Participates on a national and

international basis.

88




Competency 6: Accountability

Novice (Staff Nurse/Candidate CNSp)

Competent (CNSp/Candidate ANP)

Expert (ANP)

Scope of Practice

Works within the scope of practice of the
ABA Framework (2000). Discusses scope of
practice in relation to current role and

strives to expand it.

Works flexibly within own scope of
practice, safely challenging the boundaries.
Identifies and develops new ways of
service for role

working.  Examines

expansion.

Is aware of the codes of practice of other
professionals and the lines between

duties of care in the IDT. Gains
agreement as to where responsibility lies
in the IDT. Extends the boundaries of

professional and clinical practice.

Accountability for

service demands

Work as allocated by line manager.
Recognises when work allocated is outside
ones current scope of practice scope and
communicates this to nurse manager.
Identifies when workload is unacceptable
and seeks additional support to maintain

clinical safety.

Is accountable for prioritising workload in

response to changing service priorities.

Takes a strategic overview of the service,

exploring alternatives for managing

caseload. Is accountable for
recommendations to redesign service,
involves other professionals, and justifies

additional members of the team.

Evidence-based

practice

Works to best practice guidelines using
evidence based practice where available.

Seeks support as required.

Uses clinical expertise and evidence-based
practice to develop practice guidance and
advise others? Clients and their families on
the management of people with a

Rheumatology condition.

Uses the clinical governance

framework to identify gaps in the
evidence base and initiates strategies to

address these.

Documentation

Maintains accurate records and applies

current knowledge of data protection and

Peer reviews existing, or develop new

patient documentation that can be

Develops joint records with the IDT, hand

held notes, or IT solutions to span
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confidentiality issues.

adapted/enhanced; record patient care.

Maintain accurate records reflecting

workload to provide evidence for future

service development.

primary and secondary care.

Maintain accurate records reflecting

workload to provide evidence for future

innovative service development.

Informed consent

Assesses client’s communication needs and

literacy levels, and monitors their

understanding of informed consent for all
medical and surgical interventions and

research trials.

Assesses client’s communication needs and

literacy levels, and monitors their
understanding of informed consent for all
medical and surgical interventions and
research trials. Adheres to legal and
professional principles and practice of
informed consent by children and young

people.

Advises, supervises and coordinates peer
group and senior staff on the ethical

issues surrounding informed consent.
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Appendix 15: Health care quality indicators for RA

The relevant patient group is adults with a diagnosis of rheumatoid arthritis (RA)

HCQIRA 1

If a patient presents with suspected rheumatoid arthritis (RA) then he/she should be referred to

and seen by a specialist (preferably a rheumatologist) for confirmation of diagnosis within 6 weeks
after the onset of symptoms.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o0 yes o no (If not, explain in the comment field)

Numerator: Number of patients with suspected RA seen by a specialist within 6 weeks after onset of
symptoms over the past 12 months.

Answer: x patients

Denominator: All patients with suspected RA referred to a specialist over the past 12 months.
Answer: x patients

Numerator/Denominator =

Percentage of patients with suspected RA seen by a specialist within 6 weeks after onset of symptoms.

HCQI RA 2

If a patient is newly diagnosed with RA, then he or she should be given individually tailored education by
relevant health professionals about the natural history, treatment, and self-management of the disease within
3 months.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o yes o no (If not, explain in the comment field)

Numerator: Number of patients newly diagnosed with RA who have been given individually tailored
education about the natural history, treatment, and self-management of the disease within 3 months after
diagnosis over the past 12 months.

Answer: x patients

Denominator: All patients diagnosed with RA over the past 12 months.

Answer: x patients

Numerator/Denominator =

Percentage of patients diagnosed with RA with a documentation that they have received individually tailored
education within 3 months after diagnosis.

(Structure Indicator)

HCQIRA 3

Rheumatology practices should provide information (written or website) on how a patient can contact the
practice for urgent consultations (in case of flares/worsening of the disease, serious side effects This indicator
is applicable to our institution 0 yes o no (If not, explain in the comment field) Is standardized information
(written or website) on how a patient can contact the practice for urgent consultations (in case of
flares/worsening of the disease, serious side effects) provided to all patients with RA in the rheumatology
practice where you work?

o yes O no (If not, explain in the comment field).

HCQIRA 4

If a patient is diagnosed with RA and the target (=remission or low disease activity) is not attained

then follow up visit should be scheduled by a rheumatologist within 3 months and when the target

is attained a rheumatologist or a specialized nurse in rheumatology should schedule follow up visits at least
once a year.

This indicator is applicable to our institution o yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o0 yes o no (If not, explain in the comment field)
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Numerator: Number of patients with RA over the past 12 months with a documented follow up visit with a
rheumatologist within 3 months when the target is not attained.

Answer: x patients

Denominator: All patients with RA and the target not attained over the past 12 months

Answer: x patients

Numerator/Denominator =

Percentage of patients with RA with a documented follow up visit within 3 months when the target is not
attained.

Numerator: Number of patients with RA over the past 12 months with a documented follow up visit with a
rheumatologist/specialized nurse in rheumatology within or at one year after remission was confirmed.
Answer: x patients

Denominator: All patients with RA in remission over the past 12 months

Answer: x patients

Numerator/Denominator =

Percentage of patients with RA in remission with a follow up visit scheduled within or at one year

after remission was confirmed.

HCQIRA 5

If a patient is diagnosed with RA and there are joint damage/soft tissue problems that may be

solved by surgery then the patient should be assessed by an orthopedic surgeon within 3 months.

This indicator is applicable to our institution o yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o yes o no (If not, explain in the comment field)

Numerator: Number of patients with RA over the past 12 months assessed by an orthopedic surge on within
3 months when there are joint damage/soft tissue problems that may be solved by surgery.

Answer: x patients

Denominator: All patients with RA over the past 12 months who have joint damage/soft tissue problems
that may be solved by surgery.

Answer: x patients

Numerator/Denominator =

Percentage of patients with RA with a documented assessment by an orthopedic surgeon within 3 months
when there are joint damage/soft tissue problems that may be solved by surgery.

HCQIRA 6

If a patient is diagnosed with RA, then a rheumatologist and/or relevant health professionals from

the multidisciplinary team should assess and document the following variables: 1) a measure of

disease activity such as composite scores like DAS 28 or any of its variants CDAIl or S-DAI, 2)

structural damage (using the best available method, e.g. x-ray, MRI, ultrasound), 3) functional

status, (e.g.HAQ), and 4) labor force participation. The assessment and documentation should occur at
baseline and thereafter at appropriate time intervals, at least annually for 1, 3 and 4.

This indicator is applicable to our institution o yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o0 yes o no (If not, explain in the comment field)

A.

Numerator: Number of patients diagnosed with RA with a documentation of assessed disease

activity, structural damage, functional status, and labor force participation at baseline over the past12 months
Answer: x patients

Denominator:

All patients with new RA seen over the past 12 months.

Answer: x patients

Numerator/Denominator =

Percentage of patients diagnosed with RA with a record of assessed disease activity, functional
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status, structural damage and labor force participation at baseline.

B. Numerator: Number of patients diagnosed with RA with a documented assessment of disease
activity, structural damage, functional status, and labor force participation at appropriate time
intervals over the past 12 months.

Denominator:

All patients with RA seen over the past 12 months.

Numerator/Denominator =

Percentage of patients diagnosed with RA with a documented assessment of disease activity,
functional status, structural damage and labor force participation at appropriate time intervals.

HCQIRA 7

If a patient has RA, then he/she should have a treatment plan developed between him/her and
his/her clinician/ health professionals at each visit.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)
Data can be delivered for this indicator o yes o no (If not, explain in the comment field)
Numerator: Number of patients with RA with a documented treatment plan developed at each
visit over the past 12 months

Answer: x patients

Denominator: All patients with RA seen over the past 12 months.

Answer: x patients

Numerator/Denominator =

HCQI RA 8

If a patient is diagnosed with RA then review of comorbidities, adverse events and risk factors related
topharmacological therapy should be performed at least annually.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o yes o no (If not, explain in the comment field)

Numerator: Number of patients with RA with a review of comorbidities, adverse events, and risk
factorsrelated to pharmacological therapy at least once over the past 12 months

Answer: x patients

Denominator: All patients with RA seen over the past 12 months.

Answer: x patients

Numerator/Denominator =

Percentage of patients with RA with a documented review of comorbidities, adverse events, risk factors at
least once over the past 12 months.
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HCQIRA 9

If a patient is diagnosed with RA and therapy with a biologic disease-modifying antirheumatic drug

(DMARD) is prescribed then a tuberculosis screening should be performed and results interpreted

before therapy start.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o0 yes o no (If not, explain in the comment field)

Numerator: Number of patients with RA and a tuberculosis screening performed and results

interpreted before starting therapy with a biologic DMARD over the past 12 months.

Answer: x patients

Denominator: All patients with RA who has started with biologic DMARD therapy over the past 12 months.

HCQI RA 10

A rheumatologist should intensify disease modifying medication when disease activity is moderate*or high* *
According to the EULAR recommendations

This indicator is applicable to our institution o yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o yes o no (If not, explain in the comment field)

Numerator: Number of patients with RA with moderate or high disease activity and medication intensified
over the past 12 months.

Answer: x patients

Denominator: Total number of RA patients with moderate or high disease activity over the past 12 months.
Answer: x patients

Numerator/Denominator =

Percentage of patients with moderate or high disease activity with a documentation of intensified medication
over the past 12 months

HCQI RA 11

If a patient is newly diagnosed with RA then a referral to a relevant health professional for
instruction on an individualized exercise program including advice for physical activity, range of
motion-, muscle strengthening- and aerobic exercises should be provided within 3 months.

This indicator is applicable to our institution o yes o no (If not, explain in the comment field)
Data can be delivered for this indicator o yes o no (If not, explain in the comment field)
Numerator: Number of patients newly diagnosed with RA with referral to a relevant health professional for
exercise within 3 months over the past 12 months

Answer: x patients

Denominator: All patients with newly diagnosed RA over the past 12 months.

Answer: x patients

Numerator/Denominator =

Percentage of patients newly diagnosed with RA with a documented referral to a relevant health
professional for exercise within 3 months after diagnosis
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HCQ RA 12

If a patient is diagnosed with RA and reports difficulties in ambulatory and/or non-ambulatory activities of
daily living then the need of assistive devices, appropriate orthoses and environmental

adaptations should be assessed and addressed.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o0 yes o no (If not, explain in the comment field)

Numerator: Number of patients with RA and reported difficulties in ambulatory/non ambulatory

activities of daily living over the past 12 months with documentation that the need of
devices/orthoses/adaptions has been assessed and addressed.

Answer: x patients

Denominator: All patients with RA who have reported difficulties in ambulatory/non ambulatory

activities of daily living over the past 12 months.

Answer: x patients

Numerator/Denominator =

Percentage of patients with RA and reported difficulties in ambulatory and/or non-ambulatory activities of
daily living with a documentation that the need of devices/orthoses/adaptations has been assessed and
addressed.

(Structure indicator)

HCQI RA 13

Rheumatology practices should have the ability to at least annually calculate and record (electronically or on
paper) composite scores like DAS 28 or any of its variants CDAI or SDAI, for all patients with RA.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Does your practice have the facilities to calculate and record (electronically or on paper) composite scores like
DAS 28 or any of its variants CDAI or SDAI, for all patients with RA.?

o yes 0 no (If not, explain in the comment field)

HCQI RA 14

If a patient is diagnosed with active RA (i.e. DAS* 28 over 3.2) then the disease activity should be

low (i.e. DAS 28 below 3.2) 6 months after treatment has started.*or another composite score for disease
activity.

This indicator is applicable to our institution o0 yes o no (If not, explain in the comment field)

Data can be delivered for this indicator o0 yes o no (If not, explain in the comment field)

Numerator: Number of patients over the past 12 months with active RA at treatment start and with low
disease activity 6 months after treatment start.

Answer: x patients

Denominator: All patients over the past 12 months with active RA at treatment start and followed over
6months. Answer: x patients

Numerator/Denominator =Percentage of patients with RA with active RA at treatment start and low disease
activity 6 months after treatment start.
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Appendix 16: Electronic patient record potential to deliver data on cost savings, audit

Case Study — St Vincent's University Hospital

5t Vincents Estimeted time saved:

= Nursing — 14 hours per week worth of
efficiencies per nurse {14%€25 per hr * 52 weeks =
€18,200 per annum)

= Consuitants Dictation Time —75 patients per
weekx £ 10 minutes dictation per patient = 125
hours across 4 consuftants —{12 Shrs €795 per hr
* 52 weeks = €51.350 p/f3)

= Time saved writing the clinical notes vs enterning
notes into system — 75 patients per week £ 5
minutes dictation per patient = 625 howrs —
{6.25hrs €865 per hr ™ 52 weeks =€25,675 p/a)

= Secretary typing GP letters — 75 letters tokes on
average 21 houwrs to type, print out and send out
to the GP |{Figures taken from the SVUH dictation)
{Z2ihrs “€12 perhr © 52 weeks =€13,104 p/3)

* Total saving of €108,329 perannum

D I | PRI SOy | SO -

Adding 3 patient sample screen_

a5

Changes= to the SVUH service using Chnideck:

= Fully automated clinics

= Clean legible notes

= immediate generation of GP letten{previousiy 4
week delay in sending letter)

* Real-time reports

- Calculate chnical scores such as Harvey
Bradshaw Mayo score etc_

= Complies with hospitals dats governance
poficies

~Captures 3ll patient contact including CNS phone
c3lls, mails, ciinical visits etc.

= Pre Chnica! summary of patients history

Cougrom & Latwn

The Chnideck application enables users to:
= Automatically register patients (via PAS interface)

= Manualiy enter patient

= Link to historicalflegacy

data quickly

dats

= Run patient clinics {including pre-clinic summary reports)

= Output reports, statistics and business inteliigence

9
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Appendix 17: ANP/CNS evaluation: service users survey

(Permission to use once acknowledged, granted by Professor Cecily Begley, TCD).

Site number

Ward/unit code

CNS/CMS/ANP/matched site
CNS =01, CMS =02, ANP = 03, Matched = 20

Study number

(for office use only)

THE SCAPE STUDY

(Evaluation of Specialist Clinical and Advanced
Practitioners in Nursing and Midwifery)

Service usei €NSsgeur vey

INFORMATION WILL BE HELD IN CONFIDENCE

This questionnaire has 6 sections, labelled with the letters A to F,
and asks you to tell us about your experiences of receiving health
care from the Clinical Nurse Specialist (CNS).

** Please ask the researcher if you are not sure who your Clinical

Nurse Specialist is.**

The questionnaire only takes 15 minutes to complete!

\ How to fill in the questionnaire Example
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1. Most questions can be answered by putting a (Please tick one box
Aticko in the box next to t gny)
you.
Yes V]
Please tick only one box each time
No 2]
2. Please try to answer ALL of the questions . Further instruc  tions on how

to answer questions are given throughout the questionnaire.

THANK YOU FOR TAKING THE TIME
TO FILL IN THIS QUESTIONNAIRE

IMPORTANT, please complete!!

| am a patient/client of this service 1[ ]

| am a family member or carer completing this survey

on behalf of a patient/client of this service 2[ ]
A QUESTIONS ABOUT COMMUNICATION
Al When you had important questions to ask the CNS, did you get answers you could
understand?
(Please tick one box only)
Yes, always 1]
Yes, sometimes 2[ ]
No 3[]
| had no need to ask 4[]
A2 Sometimes in a hospital or service, one doctor or nurse will say one thing and

another will say something quite different, did this happen to you?
(Please tick one box only)

Yes, often 1[ ]
Yes, sometimes 2[ ]

No 3]
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A3 If you had any anxieties or fears about your condition or treatment, did the CNS
discuss them with you?
(Please tick one box only)
Yes, completely 1[ ]
Yes, to some extent 2[ ]
No 3]
| didn’t have any anxieties or fears 4[]
A4 Did the CNS talk in front of you as if you weren’t there?
(Please tick one box only)
Yes, often 1[ ]
Yes, sometimes 2[ ]
No 3]
A5 Did you want to be more involved in decisions made about your care and treatment?
(Please tick one box only)
Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
A6 Overall, did you feel you were treated with respect and dignity while you were in the
hospital or service?
(Please tick one box only)
Yes, always 1[ ]
Yes, sometimes 2[ ]
No 3]
A7 If your family or someone else close to you wanted to talk to the CNS, did they have

enough opportunity to do so?
(Please tick one box only)

Yes, definitely 1[ ]

Yes, to some extent 2[ ]

No 3]

No family or friends were involved 4]
My family didn’t want or need information 5[]

| didn’t want my family or friends to talk to a doctor 6[_]
or nurse
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A8 Did the CNS give your family or someone close to you all the information they
needed to help you?
(Please tick one box only)
Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
No family or friends were involved 4[]
My family or friends didn’t want or need information 5[]
A9 Did the CNS explain the purpose of the medicines you were to take at home in a
way you could understand?
(Please tick one box only)
Yes, completely 1]
Yes, to some extent 2[ ]
No 3[]
| didn’t need an explanation 4[]
| had no medicines 5]
Al0 Did the CNS tell you about medication side effects to watch for when you went
home?
(Please tick one box only)
Yes, completely 1]
Yes, to some extent 2[ ]
No 3]
| didn’t need an explanation 4[]
| had no medicines 5[]
All Did the CNS tell you about danger signals regarding your illness or treatment to

watch for after you went home?
(Please tick one box only)

Yes, completely 1]
Yes, to some extent 2[ ]
No 3]

| didn’t need to be told of any
danger signals 4[]
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A12 Did the CNS explain why you needed specific tests, assessments, X-rays or
monitoring etc?
(Please tick one box only)
Yes, completely 1[ ]
Yes, to some extent 2[ ]
No 3]
| didn’t have any tests, assessments,
X-rays or monitoring 4[]
A13 Were tests, assessments, X-rays or monitoring results clearly explained by the

CNS?
(Please tick one box only)

Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
| didn’t have any tests, assessments,

X-rays or monitoring 4[]
My results are not available yet 5]

Thank you for completing the questions so far. The next section is about
CONTINUITY OF CARE (having the same person or same few people
minding you) AND ACCESS TO CARE (getting appointments and tests

arranged easily)

B

Questions about continuity of care (having the same person or same few people

minding you) and access to care (getting appointments and tests arranged easily)

Bl

| waited the following time to get my first appointment to this service:

(Please write a number in first box only, and then tick one box only) e.g. to put 7 weeks
— write “7” in the first box and then tick the “[_] weeks” box

[ ] hours [ ] days [ ] weeks[_] months  [] Not applicable
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B2 | | waited the following time to be seen on my last visit:
(Please write a number in first box only, and then tick one box only) e.g. to put 5 hours —
write “5” in the first box and then tick the “[ ] hours” box
[ ] minutes [ ] hours [ ldays [ ]weeks[ ] months [ ] Not applicable

B3 | | waited, on average, the following time to have investigations such as blood tests,
assessments, X-rays or monitoring:
(Please write a number in first box only, and then tick one box only) e.g. to put 3 hours —
write “3” in the first box and then tick the “[_] hours” box
[ ] minutes [ ] hours [ ldays [ Jweeks[ ] months [ ] Not applicable

B4 | | waited, on average, the following time for treatment:
(Please write a number in first box only, and then tick one box only) e.g. to put 3 hours —
write “3” in the first box and then tick the “[ ] hours” box
[ ] minutes [ ] hours [ ldays [ ]weeks[ ] months [ ] Not applicable

Bs | | waited, on average, the following time to get results of tests:
(Please write a number in first box only, and then tick one box only) e.g. to put 3 hours —
write “3” in the first box and then tick the “[ ] hours” box
[ ] minutes [ ] hours [ ldays [ ]weeks[ ] months [ ] Not applicable

B6 | All members of my care team knew me and my story:

(Please tick one box only)

Strongly agree 1]
Agree 2[]
Disagree 3[]

Strongly disagree4[ |
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B7

My care was delivered in a planned and coordinated manner (that is, | was told what
would happen, everyone seemed to work as a team, the CNS was sure of what needed
to be done to help me or sought advice as necessary)

(Please tick one box only)

Strongly agree 1]

Agree 2[ ]

Disagree 3[]
Strongly disagree4[ ]

B8

My wishes and needs were taken into account when my ongoing care
treatment/management was planned.

(Please tick one box only)

Strongly agree 1]

Agree 2[]

Disagree 3[]
Strongly disagree4[ |

Thank you for completing the questions so far.
You are now half-way through the survey.
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C

Questions about the relationship between you and the Clinical Nurse

Specialist(CNS).

c1 | I believe that the CNS was honest and open with me
(Please tick one box only)
Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
C2 | | believe that the CNS was understanding of issues/concerns that were important to me
(Please tick one box only)
Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
| didn’t have any concerns 4[]
C3 | | have confidence in the CNS to provide the care | need
(Please tick one box only)
Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
C4 | | followed the advice given to me by the CNS

(Please tick one box only)

Yes, definitely 1]
Yes, to some extent 2[ ]
No 3]
| didn’t receive any advice 4[]

Thank you for completing these sections of the questionnaire. The next

section asks about your satisfaction with care.
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D Questions about satisfaction with care

D1 How satisfied are you with the physical care you received from the CNS?
(Please tick one box only)

Very satisfied 7]
Satisfied 7]
Neither satisfied nor unsatisfied 3]
Unsatisfied ]
Very unsatisfied ]

If you ticked “Unsatisfied” or “Very unsatisfied”, please give your
reasons:

D2 How satisfied are you with the emotional support you received from the
CNS?

(Please tick one box only)

Very satisfied 1]
Satisfied 2]
Neither satisfied nor unsatisfied ]
Unsatisfied ‘]
Very unsatisfied ]

If you ticked “Unsatisfied” or “Very unsatisfied”, please give reasons:
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D3

How satisfied are you with the practical advice you received from the CNS?
(Please tick one box only)

Very satisfied 7]
Satisfied 7]
Neither satisfied nor unsatisfied ]
Unsatisfied ]
Very unsatisfied ]

If you ticked “Unsatisfied” or “Very unsatisfied”, please give reasons:

D4

While you were attending the CNS, did you get enough treatment to help
improve your symptoms?
(Please tick one box only)

Yes, definitely 1]
Yes, to some extent 2[ ]
No 3[]

Not applicable 4[]
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The CNSmade a positive difference to my health and well being.
(Please tick one box only)

Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]
Not applicable 4[]

If you ticked “Yes, definitely” or “Yes, to some extent”, please give
reasons:

The CNSprovided a good support to my family.
(Please tick one box only)

Yes, definitely 1]
Yes, to some extent 2[ ]
No 3]
My family did not need support 4[]

If you ticked “Yes, definitely” or “Yes, to some extent”, please give
reasons:

| was given sufficient time to discuss my problems with the CNS.
(Please tick one box only)

Yes, definitely 1[ ]
Yes, to some extent 2[ ]
No 3]

| didn’t need time to discuss 4[]
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D8 | was with the CNS for the following amount of time
(Please tick one box only)

0-5 minutes 1]
6-10 minutes 2[ ]
11-15 minutes 3[]
16-30 minutes 4[]
31-60 minutes 5[]
Over 60 minutes 6[ ]
D9 | feel the CNSsupports me to manage my own condition

(Please tick one box only)

Yes, definitely 1]
Yes, to some extent 2[ ]

No 3[]
| didn’t need support 4]

p1o | Issues about me and my care were discussed in public that should have
been addressed in private.

(Please tick one box only)

Yes, definitely 1]
Yes, to some extent 2[ ]

No 3[]
Not applicable 4[]

D11 | | was given information by the CNSabout self help and support groups.
(Please tick one box only)

Yes, definitely 1]
Yes, to some extent 2[ ]
No 3]

| didn’t need any information 4[]
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p12 | | was given information by the CNS on how to maintain a healthy lifestyle.
(Please tick one box only)
Yes, definitely 1]
Yes, to some extent 2[ ]
No 3]
Not applicable 4]
If you ticked “yes, definitely” or “yes, to some extent”, please answer
guestion D13 below
D13 | Was the information given to you:
(Please tick one or more boxes)
Verbally 1]
In written format 2]
By printed leaflets 3]
No information given 4[]
D14 | Did the CNS tell you who to contact if you were worried about your condition

or treatment after you left hospital?
Yes 1]
No 2[ ]

Don’t know, can’t remember 3[]
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Three final questions about you (the patient/client):

E Questions about you (If you are a family member or carer completing
this survey

on behalf of a patient/client of this service, please use patient/client’s details
to complete)

El | am
(Please tick one box only)
Female 1]
Male 2[ ]
E2 | | am in the following age group:
(Please tick one box only)
0-3 ] 28-37  °[]
4-7 *] 38-47 ]
8-11 ] 48-57 ]
12-14  °[] 58-67 ]
13-17 ] 68-77 ]
18-27 '] 78-87 (]
Over 87 *[]
E3 | am
(Please tick one box only)
Irish 7]
From the UK ‘O
Polish *]
Other European ‘]
African °]
Other ]
(I'f Aot her o, pl ease state country o

One last question over the page !!!
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F A question about the care y ou have received from the Clinical Nurse
Specialist

(CNS):

F1 | Have you noticed any difference in the care given by the CNS compared to
care given by other members of the health care team?

(Please tick one box only)
Yes 1]

No 2[ ]

If yes, please specify:

Thank you very much for completing the questionnaire. We are
very grateful for the time and trouble you have taken.
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