“It’s at the edges that interesting things happen”

Estyn Evans, 1973
The Personality of Ireland

In Ireland we have our borders.
In public health it’s the same.
We are always introducing new classifications:

The social model, the medical model
Population health, health promotion
Qualitative research, quantitative research
Epidemiology, social science
Multidisciplinary, unidisciplinary approaches
Physical health, mental health

Jane Wilde, 2003 Classification in Reflecting Leadership p. 125
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Summary
This document presents a summary of the labor of two research groups who have

collaborated over the course of the past 18 months. It introduces the reader to a patient
assessment tool devised to capture patient centred outcomes across the continuum of
care. The tool is designed for use with the over 65 age group including those
individuals who live with chronic illness, and facilitates integrated patient care not
only for nurses but also for other health care professionals. Data is collected by
nurses on admission discharge and transfer between the various health care agencies.
The tool is for use in the acute, primary and continuing care sectors. The two research
groups are EHRIand a group funded by the Health Information and Quality Authority
whose key objective is to test the current European Standard for Electronic Healthcare
Record communication (EHRcom), and PARTNERS a programme funded by the
National Council of Nursing and Midwifery to educate and train community nurses
about health informatics, clinical concepts, and terminology. Through a process of
liaison and clinical engagement the PARTNER group trust that they have, in
association with the EHRland group developed a tool which takes account of the
recommendations of the Health Services Executive Transformational Programme
2007-2010, the Commission Report on Patient Safety and Quality Assurance (2008)
and the Chronic Illness Framework (2008). The tool also supports the recently
published National Quality Standards for Residential Care Settings for older people in
Ireland (2008).

The aim of this document is therefore twofold.

1. To introduce the reader to the first phase of the PARTNER project group work
and the evidence based that informed this process.

2. To inform the reader of a typical patient journey as depicted by the nursing
community and how the prototype tool may enhance this process for not only
the patient but also those health care professionals engaged in the patients care
programme.

A primary goal of healthcare for older people, particularly those with chronic illness,
should be to optimise function and comfort rather than treat individual disease
processes (Tinetti, M. et al, 2002, Vladeck, B.C. 1994). Existing health care systems
often succeed in meeting the short term needs of healthy people who experience acute
illness and injuries. However such systems can often fail patients who are chronically
ill, especially those who have complex care needs (Sherry et al 2008). Health care
systems design in the past has had a tendency to focus on acute episodes of care.
Such systems often fall short in meeting the more complex requirements of the
chronically sick or elderly patient. A key requisite to support complex patient care
processes is access to serialised patient information collected at different time points
across the continuum of care. Patient centred outcome data such as the Canadian
Health Outcomes for Better Information and Care (C.HOBIC) assists both patients
and health care professionals to manage their conditions, obtain treatment, prevent
complications, and participate in their care plans (Sylvia, M. et al 2008).
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The long term objective for this team is to evaluate a prototype tool which has been
designed to support and assist in the management of care between different service
providers. This research team wishes to evaluate a patient centred assessment tool
with a small sample of over 65 year old patients for a time interval of six months.
Patients will be recruited into the study from five health care service providers
across the continuum of care.

Over the past year a number of practicing nurses have reviewed existing documentary
practices in order to identify what information is key and which patient centred
information can be identified for standardisation coding and inclusion for future EHR.
For this reason the data included in this tool has been mapped to the International
Classification of Nursing Practice version 1.1 (ICNP).

Background

In the past four years the population within Ireland has increased by more than 8%.
There are now 4.2 million people living in Ireland and whilst we have a relatively
young population, 11% over 65 (CSO 2006); the evidence indicates that national
health care costs increase dramatically as people get older. Recent population
projections estimate that by 2041 there will be between 1.3 and 1.4 million persons
aged 65 or over compared to 460,000 in 2006. Therefore suggesting that 20% to 25%
of the population will be aged over 65 years by 2041 compared to the current figure of
11% (Chronic Illness Framework, 2008, p.3). Interestingly, despite our current
relatively favourable age profile, two out of three patients admitted as medical
emergencies suffer from problems relating to chronic illness and 5% of inpatients
with chronic illness use 40% of all bed days (Transformation Programme HSE, 2008,
p.5). This suggests that the systems and management of the older person and those
individuals living with chronic illness require transformation.

The evidence indicates that effective communication and liaison are considered to be
pivotal, to the provision of high quality care for older people between the emergency
department and the primary care sector (Dunnion, E. and Kelly, B. 2005). Runciman
et al. (2006) and Hendriksen and Harrison (2001) report that following discharge from
the emergency department, over 50% of older patients are unable to carry out basic
activities of daily living. This portrays a picture of functional incapacity, vulnerability
and the need for appropriate tools to capture requirements, whilst delivering care and
support for this specific client group. A key requirement to enable effective
communication is to develop a “smooth path” between all sites and providers of care,
focusing most intensively on transitions through hospitals, whilst keeping the primary
care team informed of the patient’s current status. (Sherry, L. et al, 2008, p.153). The
Report on the Commission on Patient Safety and Quality Assurance (2008) advises
that an information and communication technology (ICT) infrastructure is required. It
suggests the approach should be patient centred to deliver patient care in whatever
setting is required. It also suggests that this approach should be underpinned by a
process of full clinical engagement during the design process (DoHC, 2008, p.36). In
order to devise tools which are patient centred, there is much evidence which
recommends measuring patient centred outcomes to capture patient status on a pre
determined discrete dataset (Almost et al, 2003; Doran et al, 2006). One manner to
determine current patients’ status and their associated requirements is to assess and
reassess the patient on admission discharge and transfer in and between the various
health care service providers (Hannah et al, 2009). Capturing patient centred
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outcome/s over an extended period of time on a pre determined dataset with
associated judgment scales will enable the patient (and their family), the
multidisciplinary team, and the Primary Community and Continuing Care (PCCC) to
determine how the patient is progressing with their individual care programme.
Likewise this information can also be used by management teams to determine
service requirements. Such data can also be linked to the auditing process on safety
and quality of health services, which is noted to be a national health priority by the
Commission on Patient Safety and Quality Assurance (DoHC, 2008, p.12).

The Canadian Health Outcomes for Better Information and Care (C.HOBIC) has
identified a number of concepts which are noted as significant indicators for
measurement. They are functional status (ability to perform various Activities of
Daily Living), therapeutic self care (readiness for discharge), symptom management
(pain, nausea, fatigue, and dyspnoea), safety outcomes (falls, pressure ulcers). These
concepts link directly to the determinants of health as identified in the recently
published Chronic Illness Framework (DoHC, 2008). The PARTNER research group
have been working closely with a Canadian Info way project team who have informed
the overall design of this patient assessment tool.

Introduction

Knowledgeable patients receiving safe and effective care from skilled professionals in
appropriate environments with assessed outcomes is the agreed mission statement or
framework from which the Commission on Patient Safety and Quality Assurance is
defined (DoHC, 2008, p.3). In the context of the PARTNER group the skilled
professional nurses working across interagency boundaries have come together over
the course of the past 18months to develop this patient assessment tool. The
individual participants, the work programme and the key outputs completed by the
PARTNERS and EHRIand team are available to view on request. The general
principles underpinning the working programme has however been meaningful
clinical engagement with a view to the following brief:

To identify and define the specific data requirements in regard to patient assessment,
which makes evident patient centred outcomes and offers the capacity to enhance
existing inter-organisational communication across the primary, continuing care and
the acute service sector.

Underpinning the design of the assessment tool, which is initially paper based is
architecture compliant with the Electronic Healthcare Record EN13606 and informed
by a recently published health information standard entitled Systems of concepts to
support continuity of care EN13940_1. The rationale for the development of this tool
in a paper based format is deliberate, as it offers the group an opportunity to refine the
tool and evaluate its overall feasibility for use thereby ensuring that it is fit for
purpose. Drawing on the work of Pawson and Tilley, the Partners’ and EHRland
research groups have opted to choose a realistic approach to the research programme
so that it is not performed for the benefit of science as such, but pursued in order to
inform the thinking of policy makers, practitioners, programme participants and the
patient (Pawson and Tilley, 1997, p.11). This programme seeks to examine the
effectiveness of particular social programmes targeted at specific social problems in
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the case of this study this involves the process of inter agency communication and the
handover of patient centred information between agencies to enhance the quality of
patient care.
As an exemplar the proceeding section offers two distinct views of how this patient
assessment tool integrates with service provision. The two views are

1. Clinical process overview

2. Health informatics process overview

Clinical Process Overview

Two case studies outlined below reflect the collaborative and often complex nature of caring
for patients across the continuum of care (this includes the acute and primary care interface).
Whilst the names are fictitious, the actual cases and workflow processes underlined in the
cases are selected from a public health nurse case list and the community interventions team
case list. The cases seek to demonstrate the many stakeholders who are involved in defining
and delivering the patients care. They also make evident that the process of assessment and
re-assessment is an integral element of that practice. Interestingly, work flow analysis
completed in 2008 by the PARTNERS team indicates that whilst each stakeholder group
assesses the patient and each group use similar assessment tools, the details and scales on
which they are assessed differ, this is invariably due to local “contextual wrappers” or local
tailoring of the terms and concepts which is not a unique situation to the Ireland (Hoy et al
2009). This net result of local tailoring of concepts and term raises two key challenges for
patients and indeed health care providers. Firstly, data is difficult to compare across more
than one particular agency, and secondly the patient journey between agencies is fragmented
from the health record perspective. One nurse describes this process as a case in which the
patient often feels like a baton being passed from one agency to another. This makes an
argument for the provision of integrated care between the primary, continued and acute care
sector. Focused discussion with the clinicians notes that in some situations it often
undermines patients and their families/carers ability to self manage their care. In addition, it
is also difficult for the individual clinician to measure patient centred outcomes over an
extended period of time. As a result of this managers of such services find it difficult to make
evident the inputs of their respective teams and thereby justify resource allocation. This in
turn impacts upon the planning evaluation and quality management of a service.

This project focuses on the needs of the older person (>65yrs of age) and those individual
who are over 65 and living with a chronic illness. Patients within these groups are often
known to present with co-morbidity which are complex and multifaceted. Systems
containing concepts to support continuity of care are required to address health issues and
health issue threads over extended periods of time and have been identified as a core clinical
process of the patient assessment tool'. For example in case 1 —John is managing to remain
in the home with an appropriate care package, continuity of his care would be interrupted in
the event that John needs to be transferred and seen by another healthcare team. If this
patient assessment tool which captures Johns outcomes was implemented and completed
with each assessment all stakeholder groups involved in Johns care can easily recognise if
there are specific health issues or if his health care needs are changing. In the event that his
health care needs have changed a revised care package can be implemented and reassessed
over the course of time. This patient assessment tool is designed for use on admission,
discharge and transfer to key stakeholders in the acute and primary care setting.

! Based on EN13940_1
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Key principles underpinning the tool are the notions of shared care focusing on patient
centred outcomes across the continuum of care over an extended period of time. The tool
seeks to enhance existing inter-organisational communication by offering a clinically
pragmatic initiative which uses judgment scales for a purposefully selected discrete set of
concepts. This suite of concepts are underpinned by an evidence base and defined by a group
of clinicians from the acute, continuing care and primary care sector. It differs from existing
tools used in practice in the sense that it is patient centred adopts a social model of care and
the architecture underpinning the design of the tool is compliant with European and
International health informatics standards namely EN 13606 and EN13940_1. At this
juncture it may be worth noting that this assessment tool does not seek to replace the existing
care documentation already implemented in the practice domain but rather to complement it.
Outputs from the PARTNER s group such as this generic assessment tool evolve over time
could be described as incremental in nature and are developed to inform practice
development initiatives. In the following cases outlined below the underlined text
demonstrate the complexity of work flow processes for two patients their families and the
associated clinicians caring for them over an extended period of time.

Patient Vignettes

Community Care

Mr. John Madden is a 92 yr old gentleman who lives with his wife 86 yr old wife Ann in a
two storey house. Both John and his wife Ann spent most of their life living in England
where John worked as a school teacher and Ann as an administrator.

John and Ann have no children and no other living relatives but moved back to Ireland 11
yrs ago with his wife to be close to Ann’s living relatives. John has a keen interest in golf
and was active in playing until about two years ago, John continues to remain in regular
contact with his golfing friends. Both John and Ann have a keen interest in reading and
listening to music and their home support ensures they have access to a daily newspaper-.
John and Ann receive three visits daily from the home support team.

While in England John underwent a total hip replacement of the right hip, this hip required
further replacement in May 2007, recovery from this second operation was further
complicated. when John suffered a myocardial infarction. John was discharged home to the
care of the District Care Team (DCT). John made a good recovery with the help of the
district care team but unfortunately he developed poor vascular circulation to his right leg
exacerbated by a toe ulcer. John was referred to Professor Collins for vascular
assessment. John’s care was then transferred from the DCT to the Public Health Nurse.
John required wound dressings to his toe on alternate days. Unfortunately the circulation in
his leg continued to deteriorate and he required admission to hospital where he underwent
an above the knee amputation. John was discharged home from hospital to the care of the
Public Health Nurse with the support of a Home Care Package with three visits daily. John
is currently wheelchair bound but is managing well. John is seen three times weekly for the
treatment of a pressure ulcer to the left heel.

Community Interventions Team

Ms. Rosby, is an 88 year old woman, who was referred to the Community Interventions
Team (CIT) on a Monday following a visit from her GP. Her complaints were of a left leg

PH 9/23/2009 -6-



weakness and slurred speech. She had been seen by D-Doc on the previous Saturday and
was urged to attend A&KE to exclude a CVA, but she refused. She was considered to be
compus mentus.

The CIT nurse assessed her, obtaining a baseline set of observations (blood pressure, heart
rate, respiratory rate, temperature,02 saturation and undertook a neurological
assessment.. A hospital bed was ordered urgently and a carer was instituted three times
daily in the interim period.

On her first day of admission an application for a home care package was made in
anticipation of need following CIT discharge. Both community physiotherapy and
occupational therapy referrals were also made on this day. An appointment at the rapid
access clinic in St. Mary’s was made for the following Wednesday and a wheelchair was
loaned to the family to assist in her transport to appointments

OUTCOME: Ms. Rosby had been assessed by the RGN daily over 3 days and showed no
change in her symptoms but was able to manage quite well with the services in place. At the
end of 3 days, Ms. R care was transferred over to the District Care Team and an MRI scan
scheduled for the next day.

She continues to stay at home and both she and her family are satisfied with the care
received.

Health Informatics Process Overview

Healthcare systems underpinned by Electronic Healthcare Record (EHR) standards
can offer the potential to be crucial catalysts for leveraging knowledge and learning in
the midst of the migration of paper to electronic health care records (Delaney et al
2006).Today there are in existence several standardisation ‘projects’ addressing the
need to digitally represent clinical data (e.g. HL7 CDA, EHRcom and OpenEHR).
The work presented in this business case draws upon clinical expertise, and outputs
from the research process which are based on the standard EN 13606 Part One
commonly known as EHRcom. This EHRcom standard is designed to share patient
records across different service providers. It positions the patient at the centre of the
design process, and enables a shared view of patient data for clinicians to access.
Clinicians can then use this shared view data as a basis for decision making in a
timely fashion. Patient records such as discharge summaries are designed within a
specific structure called an archetype and adopt a pre defined set of codes for use with
an instance of this archetype called a template for the purposes of data exchange. A
conceptual representation of how this tool interfaces with the existing transformation
programme and national policy documented projections is graphically depicted in the
following figure:
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Figure 1 Health Informatics Overview - Source PARTNERS Advisory Group
Sept. 2008

Technical Information Process Overview

A key requisite identified in recent national policy documents is that all information
and communication technology projects should formally consider the impact that
information systems will have on the patient journey. Reliability, performance,
security and interoperability should underpin the main infrastructure (DoHC, 2008,
p-36). Within the context of this project a meta data dictionary has been completed in
accordance with ISO 11179_4. The core concepts included within the tool are
selected from a suite of evidence based and clinically competent data sets namely
Irish Nursing Minimum Dataset INMDS), InterRAI, and C. HOBIC. The selected
concepts and terms have been mapped into a terminology classification system —
International Classification of Nursing Practice (ICNP version 1.1).

which has been used to devise a meta data dictionary. The EHRland team have used
this metadata dictionary to develop a data base which will be used in phase one of the
piloting of this project. A site visit to Toronto was carried out in spring of 2009. The
purpose of the site visit was to liaise with Dr Kathryn Hannah a key member of the
PARTNERS advisory group and to meet with the project manager of the Canadian
Nursing Info way C-Hobic Project. Key objectives during this visit were to review
data collection processes within a larger but similar project and discuss existing
educational and training requirements that have been used in Canada. Knowledge
gleaned will be used to finalise the project management plan taking on board
experiences gained in 2008 by the Canadian team. This liaison has been made
possible by the investment of the research team in a consultation process with Dr
Kathryn Hannah who is an established expert in the field of health informatics, and
who is a key member of the Canadian Info way Team. Dr Hannah has been a member
of the advisory panel to the PARTNER research group and continues to advise us on
future strategic planning. The aims and objectives of the pilot are as follows:
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Identify key data elements - to complete a paper based pilot study of the
assessment tool, across five health care services, in order to evaluate and
refine the tool components for potential future use within the Irish EHR.
Establish a data base of patient centred outcomes — commence work on a
prototype database for collection of patient centred outcomes as defined by
C-HOBIC for further future research

Test integrated patient care initiative- to test the feasibility of concurrently
delivering an integrated patient assessment tool across the acute continuing
and primary care sectors.

Clinical utility - to ascertain if inter-organisational communication can be
enhanced and review the potential benefits for individual patients and services
whilst concurrently collecting data and making evident patient centred
outcomes.
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Conclusion

According to the recent task force report on Transforming Public Services, new
opportunities for the use of shared approaches in ICT should continue to be actively
sought (DoHC 2008, p.24). Integration of services and access to self care programmes
have been noted by the Chronic Illness Framework to be the most effective
interventions to reduce the burden of illness (HSE, 2008, p.3) This document
introduces a patient assessment tool which serves to initiate the process of addressing
some of the needs of level 3 patients in accordance with the chronic illness framework
(HSE, 2008, p.4). Such a tool has the potential to contribute to the health
improvement initiatives as defined by the transformational programme for the
chronically ill and the older person. As a team we have been fortunate to draw upon
the development work of a large and successfully funded group of nurse researchers
and practitioners within the Canadian Info way Project. We recognise that the task
ahead is challenging, however by drawing on the best available evidence and
experience in other countries new models of care can and will be devised. Tools
which are patient centred whilst providing health care service management
information to inform the decision making process. Tools which can be embedded in
the longer term into complex adaptive systems which bring together those routine
activities that have been previously performed in many departments or agencies more
efficiently and effectively in order to address pertinent issues such as quality and
safety. As a team PARTNERS recognises that this process will take time to evolve
and is iterative in nature, we put forward this tool as a first step in a rather lengthy
process for improved health care delivery for those individuals who are chronically ill
and aged. We subscribe to the notion that the nursing profession as one of the largest
professional stakeholder groups within health care in Ireland cannot be passive
recipients but must use their voices to articulate their experiential knowledge on
clinical core processes within healthcare and to inform future service delivery
programmes. Finally we conclude with the remainder of the opening quote in this
document from Jane Wilde in regard to public health.

Classification has value. It defines our interest and knowledge. It allows us
space to feel safe, a place to share our passions and our prejudices. It offers
us a chance to belong to a group.

But public health is not rooted in a particular model, method or profession.
Rather it is played out in multiple settings, in neighbourhoods, in

communities, requiring contributions from people with a wide range of
backgrounds, skills and experiences.

Jane Wilde, 2003 Classification in Reflecting Leadership p. 125
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Glossary of Terms

ADT
Admission Discharge and Transfer

ADL
Activities of daily living

Archetype
An archetype is re-usable, formal model of a domain concept.(OpenEHR)

CEN
European Committee for Standardisation

CIT North
Community Interventions Team

Classification
The categorization: the act of distributing things into classes or categories of the same
type WordNet home page

DCT
District Care Team

Domain
The content of a particular field of knowledge
WordNet home page

ICNP
International Classification for Nursing Practice

IHTSDO
International Health Terminology Standards Development Organisation

INMDS
Irish Nursing Minimum Dataset

InterRAI
International Resident Assessment Index

ISO
International Standards Organisation

LHO
Local health organisation
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Nomenclature
A system of words used to name things in a particular discipline) "legal terminology";

"biological nomenclature"; "the language of nursing”
WordNet home page

PHN
Public Health Nurse

Repository
A facility where things can be deposited for storage or safekeeping
WordNet home page

Repository (Informatics term)

Generically refers to a central place where data is stored and maintained. A repository
can be a place where multiple databases or files are located for distribution over a
network, or a repository can be a location that is directly accessible to the user without
having to travel across a network.

http://isp.webopedia.com/TERM/R/repository.html

Semantic
Of or relating to meaning or the study of meaning "semantic analysis"

Terminology
A system of words used to name things in a particular discipline "legal terminology

Terminology (Informatics term)

Terminology is a term used to subsume the entire spectrum of concept labeling of
language from classification to nomenclature language labels to concept
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