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Purpose

The purpose of this document is to initiate discussion and seek feedback about future directions in patient-centred care within ACT Health. This feedback will be used to inform the development of a patient and family-centred care model. 

Patient-focused and patient-centred are terms that have existed in the Australian health language for many decades. While both approaches acknowledge involvement with the family as a fundamental element of care, there are key differences:

In family-focused care, professionals often provide care from the position of an ‘expert’ assessing the patient and family, recommending a treatment or intervention and creating a plan for the family to follow. They do things to and for the patient and family, regarding the family as the ‘unit of intervention.’ Family-centered care, by contrast, is characterized by a collaborative approach to caregiving and decision-making. Each party respects the knowledge, skills, and experience that the other brings to health care encounters. The family and health care team collaboratively assess the needs and development of the treatment plan.
 
This document sets out to describe the current understanding of the patient-centred concept. It also includes background as to why it has gained recognition by overseas health institutions and safety and quality experts; why ACT Health should embrace the concept; a discussion on the possible definitions of the term; data to support the concept and discussion on future directions. 

The information provided in this document is a compilation of learnings from a review of the literature; information provided from other jurisdictions and the Access Improvement Program’s (AIP) insights from interviewing patients and carers.

What is ‘Patient and Family-Centred Care’?
Patient and family-centred care acknowledges the important role of patients and their nominated family within the health care team. Although the phrase ‘patient and family-centred care’ is defined and used in a variety of ways, the essential theme is the importance of delivering health care in a manner that works best for patients and their families.  In a patient-centred approach to health care, providers partner with patients and their family members to identify and satisfy the full range of patient needs and preferences. 

Planetree, an organisation founded by Angelica Thierot in 1978 when her own patient experience motivated her to lobby for improved recognition of patient rights and involvement in their own care, identifies patient-centred care facilities as those that recognise:

· A patient as an individual to be cared for, not a medical condition to be treated
· Each patient as a unique person with diverse needs
· Patients are partners and have knowledge and expertise that is essential to their care
· Patients’ family and friends are partners in their healthcare 
· Access to understandable health information is essential to empower patients to participate in their care and patient-centred organizations take responsibility for providing access to that information.

The opportunity to make decisions is essential to the wellbeing of patients and patient-centred organisations take responsibility for maximizing patients’ opportunities for choices and for respecting those choices.  Jordan Cohen, president of the Association of American Medical Colleges, speaks about the health system as being ‘provider-centered’
. This, he explains, means that decisions about how, when or where health care will be provided is decided more often by doctors and hospitals than by patients or their families. The concerns of patients and families are not considered in this decision making process.

In a New York Times article Don Berwick, co-founder of the Institute of Health Care Improvement (IHI), sees patient centred care as health care where:

Shared decision-making would be mandatory in all areas, with patient preference occasionally putting evidence-based care ‘in the back seat.’ Patients and families would participate in the design of health care processes and services and would be a part of daily rounds. Medical records would belong not to clinicians but to patients, who would no longer have to get permission to look at them or call the doctor for lab results. Even the word ‘compliance’ would become obsolete. But the burden to change the system falls on the leaders, the stewards, the people who create the organizations where the workforce works.
 

This does not mean clinicians must ‘abdicate control to the patient’
.  There is a need though for clinicians to understand the patient’s perspective, expectations and concerns. 
Patients and patient advocates may be sceptical of this term and of ACT Health’s commitment to patient and family-centred care. Croakey on the Crikey.com.au health blog, questions the true intent of the term stating:

The reality is that patients’ needs and values are often very far from the centre of decisions in health – whether they be decisions related to clinical care, policy or how health funds are spent.
 

Miller
 considers the term to be meaningless jargon. 
Therefore patients and families view of the term patient and family-centred would need to be garnered prior to ACT Health adopting the term.

There is no doubt that ACT Health must adopt a patient and family-centred care model. This model is the core of a robust, high quality health care system and a necessary foundation for safe, effective, efficient, timely, and equitable care.
How the patient and family-centred movement evolved – a brief history 

Much has been said and written about the need for patient-centred and family-centred nursing care and about the nurse’s responsibility to teach principles of health to individuals and families. Progress in these areas has been limited, probably because of the rapid medical and technological advances, the increasing demands on nurses, and reluctance to depart from traditional practice.
 

This quote from a 1972 text by J Watson indicates the term ‘patient-centred’ is not new. Watson approaches ‘patient-centred’ from the perspective of the clinician, in this instance nurses. The clinicians are the experts responsible for teaching patients and families the principles of health. 

Edith Balint, a general practitioner, began speaking of ‘patient-centred’ medicine during the 1950s. She spoke of ‘understanding the patient as a unique human being’.
 The term has appeared in texts and the literature for many decades. What is new, is the way in which patient centred care is now being described. Patient and family-centred care now acknowledges the expertise and knowledge of patients about their own lives.

The current emphasis on patient and family-centred care is on the partnerships between clinicians, and patients and their nominated family/carers. These partnerships recognise not only the expertise of the clinicians but also the expertise of patients and their nominated family/carers regarding the patient.

When the Picker Commonwealth Program for Patient-Centred Care, now known as the Picker Institute, used the phrase in 1988 the term patient-centred medicine had been in use for some years previously. Dr Harvey Picker who founded the Picker Institute with his wife believed that ‘understanding and respecting patients’ values, preferences and expressed needs are the foundation of patient-centered care.’

At the same time as the Picker Institute was exploring patient-centred care, Beverley Johnson was moving towards founding the Institute of Family-Centered Care (IFCC) in the USA. In so doing she consulted with leaders in health care from across the country, including patient and family advisors, physicians, hospital leaders, public health professionals, members of academia, and providers of ambulatory care. The IFCC was founded in 1992. It acknowledges that the family as nominated by the patient is essential to the patient’s health and has defined the core concepts of patient and family-centered care as:

· Dignity and respect. Health care practitioners listen to and honour patient and family perspectives and choices. Patient and family knowledge, values, beliefs and cultural backgrounds are incorporated into the planning and delivery of care

· Information sharing. Health care practitioners communicate and share complete and unbiased information with patients and families in ways that are affirming and useful. Patients and families receive timely, complete and accurate information in order to effectively participate in care and decision making

· Participation. Patients and families are encouraged and supported in participating in care and decision making at the level they choose

· Collaboration. Patients, families, health care practitioners, and hospital leaders collaborate in policy and program development, implementation and evaluation; in health care facility design; and in professional education, as well as in the delivery of care.

In 2001, the US Institute of Medicine’s (IOM) Crossing the Quality Chasm: A New Health System for the 21st Century defined good-quality care as:

· Safe

· Effective

· Patient-centred

· Timely

· Efficient

· Equitable.

Despite the inclusion of patient-centred care as a key aim for the IOM, the dialogue in the US continued to focus on technical issues including underuse of clinically effective therapies.

Since 2002, the term patient-centred care has evolved into patient and family-centred care, to incorporate the work being undertaken by the Picker Institute and the Institute of Family-Centered Care (IFCC). The IFCC recently changed its name to the Institute for Patient and Family-Centred Care (IPFCC). Whilst it is acknowledged that all care should be centred on the patient, the use of patient and family-centred care also recognises the importance of family, however defined, on the health and well being of patients of all ages.

In 2005 IHI identified seven key drivers
 towards attaining patient and family-centred care. They include:

· Governance and executive leaders demonstrate that everything in the culture is focused on patient and family-centered care and is practiced everywhere in the hospital

· The hearts and minds of staff and providers are fully engaged

· Every care interaction is anchored in a respectful partnership anticipating and responding to patient and family needs

· Hospital systems deliver reliable quality care 24/7

· The care team instills confidence by providing collaborative, evidence-based care.

In 2008, Dr Catherine Crock
 placed patient and family-centred care on the Australian Government agenda with her paper entitled ‘How to design a respectful, ethical healthcare system that is people and family-centred, invites the public to have an equal voice and improves quality, safety and cost effectiveness’. Dr Crock has since been instrumental in establishing the Australian Institute of Family-centred Care (AIFCC).

In 2008 and 2009, the National Partnership for Women and Families in the USA
 undertook a range of initiatives aimed at gathering information from consumers on what they considered important in health care provision. They found that patients want:

· To be treated as a whole person not a disease

· Coordination and communication

· Patient support and empowerment including partnerships

· Supports for self-management incorporating trust and respect

· Ready access to care.

The Australian Commission for Safety and Quality in Health Care (ACSQHC) currently has a discussion paper on Patient-Centred Care open for discussion.

ACT Health is not moving towards an unknown model. Patient and family-centred care makes sense and there is considerable evidence to support the model.

Why is ACT Health moving towards a patient and family-centred model?

The ACT Government publication your health – our priority, identifies patient centredness as its top principle underpinning health care into the future. Patient-centred care is fundamental to each of the models of care being developed to inform the major health infrastructure program currently being undertaken in the ACT. 
What evidence is there to pursue this model?
There is considerable evidence supporting the positive effect of patient and family-centred care. Most of this evidence emanates from the United States of America (USA). However, there is also evidence from the United Kingdom (UK) and a number of European countries. The evidence reflects the positive outcomes achieved through the introduction of a patient and family-centred care model. 
Beverley Johnson, the president and CEO of the IPFCC in the USA, presented a Picker educational session on ‘How patients and their families can help providers achieve better patient and family-centered care’ at the 2009 International Society of Quality in health care (ISQua) conference in Dublin, Ireland.  Data
, presented by Beverley Johnson at this conference, and pertaining to diverse improvements achieved by partnering with patients and families at various health campuses in the USA, is reproduced below in table 1

	Organisation
	Improvements

	Memorial Health System Florida
	Patient/family resource centre 

Daily medication administration reconciliation form 

Family initiated rapid response alert process

Palliative care patient /family education

Trauma team family-witnessed resuscitation protocols

Patient TV hospital information channel

ICU family waiting area computer station

‘E-health’ team website Re-Design

	Humboldt Del Norte IPA, Eureka, CA
	Patient adviser on QI team taught Healthier Living Series and trained peer support group facilitators in partnership with health care workers, providing an extension to the workforce

	Perham Memorial Home – long term care, Perham MN
	Decrease in falls

Weight gain in frail patients

Reduction in negative behaviour

Increase in resident, family and staff satisfaction

	Medical College of Georgia, Augusta GA
	Since 2006 certified peer specialists, patients who have experienced mental illness, have become an integral part of the clinical team, teach psychiatry and psychology trainees and serve as liaisons to the Behaviour Health Advisory councils.

MCG patient satisfaction scores:

2006 Inpatient psychiatry 60th percentile

2009 Inpatient psychiatry 96th percentile

2006 Outpatient psychiatry 60th percentile

2009 Outpatient psychiatry 98th percentile


Table 1
The Medical College of Georgia Neuroscience Centre of Excellence (USA) implemented Patient and Family-centred Care when it opened in 2003
. Three years of quality improvement data revealed the following:

· Patient satisfaction increased from the 10th to 95th percentile

· Neurosurgery length of stay decreased by 50%

· Reduction in medical errors by 62%

· Number of patients discharged increased by 15.5%

· Staff vacancy rate decreased from 7.5% to 0%, with a waiting list of 5 registered nurses

· Increased skills and commitment of staff and faculty for continuous improvement

· Positive change in perceptions of the unit by doctors, staff, and house staff

· Staff owns and protects the new culture.
Charmel and Frampton
 (2008) identify patient-centred care as having the potential to reduce adverse events and malpractice claims while improving operating costs. They cite a study undertaken by Stone
 which compared outcomes over a 5 year period of two hospitals, one of which had implemented a patient centred care model while the other had not. The benefits shown in the patient centred care facility include:

· Shorter average length of stay to control facility

· Statistically lower cost per case than the control facility

· Above average patient satisfaction scores.

The critical care literature contains considerable discussion on the place of family in patient recovery. Damboise and Cardin
 report the results of a process undertaken at Providence Holy Cross Medical Center in Mission Hills California to implement a family-centred model to a 24 bedcritical care unit. An extract of the data (p56CC) from this project is shown in table 2.

	Performance Improvement in the Critical Care Unit

	Variables
	Before Family-Centred Care
	After Family-Centred Care 

	Number of formal patient complaints
	12 (1999)
	0 (2000)

	Organ donations
	40%
	55%

	Total ventilator hours
	49,789 (YTD 31/7/99)
	34,318 (YTD 31/7/00)

	Average length of stay
	2.59 days
	2.39 days

	Nurses’ responses to: ‘Do you think the current visiting policy would meet YOUR needs it YOUR family member was a patient in the CCU?’
	Yes = 42%

No  = 58%
	Yes = 96%

No  = 4%

	Letters received from families, naming individual nurses
	10 in 1 year 
	37 in 6 months


Table 2
There is also evidence suggesting that patient care and outcomes could be further improved by increasing patient and family involvement in that care. Rusell
 found that when patient’s families’ needs were met those families were better equipped to care for relatives following discharge from hospital. Anthony and Hudson-Barr
 also found a ‘patient-centered model of care increases patient readiness for discharge (p132).’

Mitchell et al
 found families who were involved in the care of relatives in a critical care unit ‘perceived more respect, support, and collaboration than did patients’ family members who were not involved in the patients’ care (p549).’

Will patient and family-centred care affect the safety and quality of care?

Patient and family-centred care can only improve safety and quality outcomes within our health system. This can be achieved by improving communications with patients and families.

Despite quality and safety of health service users and providers being of paramount concern, health care continues to be unsafe33. In 2000, the Institute of Medicine in the USA stated the need ‘to reduce medical errors by 50% within 5 years (p424)’. This was not achieved. This is despite a plethora of quality and safety focused organisations and programs being implemented across many countries including Australia.

Locally the Australian Commission on Safety and Quality in Health Care (ACSQHC) publication ‘Windows into Safety and Quality in Health Care 2009’
 reports that in the Australian public health sector ‘medication errors leading to the death of a patient reasonably believed to be due to incorrect administration of drugs rose from 5 in 2005-06, to 11 in 2006-07, and 21 in 2007-08. 
Macdonald
 states that ‘patients are frustrated by the lack of information and experience with their own medications in the hospital, knowing that when they return home they are expected to know what to do.’ Locally, patients and families, through the patient experience process of listening to their stories, have told of instances when they have been given incorrect medications or medication information.

A number of facilities across the USA have instigated family initiated rapid response team calls, encouraging families concerned about deterioration in their family member’s condition to activate the rapid response team. Data from the North Carolina Children’s Hospital shows that families do not abuse this initiative. Between 2006 and 2010, 13 out of approximately 400 patient rapid response team calls were due to family concern.  However, only 5 family members actually activated the call in that time.

The ACSQHC has recognised the need for patient and family-centred care as a top priority to achieve improved safety and quality in health care. A draft consultation paper ‘Patient-centred care: improving quality and safety by centring care on patients and consumers’ was released for discussion by the commission in September 2010.

Do patients and staff have the same priorities?

Clinicians often undertake to speak on behalf of patients and yet what clinicians perceive, and what patients and carers perceive or expect, do not necessarily align. With the advent of self management of chronic disease models since the early 1990s, studies pertaining to health professionals’ and patients’ perceptions of care have appeared frequently in the literature. 

Patients and families want to be treated as individuals. Astedt-Kurki and Haggman-Laitila
 found that, when not treated as individuals, patients feared being seen as objects requiring care. They found being treated as an individual, including staff understanding the impact their disease was having on them outside the hospital, lead to patients feeling safer. Patients reported that, mostly, the information they received was about their illness but with no advice of how to apply the information to improve their lives. ‘Care cannot be defined as client-centred until the expectations of the client are discussed before starting the work (p1198).’ 

Kvale and Bondevik
 in a qualitative study of cancer patients’ perceptions of good caring found that ‘the patients’ process of empowerment can … be enhanced when healthcare professionals invite them to share in decision-making (p586).’ This finding has been supported by various studies (
, 
, 
) including Wigert et al
 who found that a new mother’s attachment to her unwell baby, being nursed in a neonatal intensive care unit (NICU), can be enhanced when she receives care that is tailored to her unique situation, knowledge and needs.

Yen et al22 in a recent study across two urban Australian regions investigated the discrepancies in reactions of health professionals to patients’ concerns. One example cited what health workers perceived as patients unwillingness to focus on management of their condition. The patients perspective indicated they felt a lack of control in focusing on their condition due to competing messages from various professionals.

Latour et al17  in their 2010 reported study of perceptions of neonatal intensive care unit (NICU) parents, nurses and physicians found incongruity  in those perceptions as listed at table 3.

	
	Top 6 care items parents find important 
	Top 6 care items NICU professionals find important 

	1
	Correct medication given at right time
	Caregivers inform parents in way it is understandable for them

	2
	Parents informed about (adverse) effects of medication
	Assigned physician and nurse serve as contact for parents during prolonged ICU-stay

	3
	Moment of discharge not influenced by bed capacity
	Caregivers alert to cultural background of infant and parents

	4
	Caregivers alert to child’s developmental growth
	Waiting room fitted out comfortably

	5
	Caregivers and parents show respect to each other
	Locker in NICU available for all parents

	6
	Caregivers provide not only oral but written information
	Parents offered religious/spiritual support


Table 3
Levy
, an intensive care unit (ICU) director acknowledges the difference of being on ‘the other side’ of the bed when discussing the last illness of his sister-in-law. Policies he had considered patient friendly he realised were not, including restrictive visiting hours. He believes staff attitude to families is an important component of the care given. Leape, Berwick, Clancy et al
 (p 426) believe ‘actions are more often for than with the consumer’.

Davidson et al
 would concur having found the stress levels of families of patients are increased when they consider their needs are not being met. 

Cooper et al
 showed a reduction of parental stress and increased parental confidence and comfort in a family-centred environment.

Stewart et al5 (p799) found that ‘the relationship of patients’ perceptions of patient-centeredness with their health and efficiency of care was both statistically and clinically significant. Specifically, recovery was improved … if the visit was perceived to be patient centered.’

Lastly, but significantly, cultural safety and respect needs to be at the centre of each health care interaction whether clinician/patient or clinician/clinician.  According to the Nursing Council of New Zealand
 ‘unsafe cultural practice is any action that assaults, diminishes, demeans or disempowers the cultural identity and wellbeing of an individual.’ 
Improved communication is imperative to success of patient and family-centred care

Good communication is pivotal to good care. If clinician and patient/family perceptions are not aligned there will not be clear understanding between them. The literature shows that perceptions of good communication may not translate to actual good communication. Nigel, Malachy et al
 suggest that nurses are not always aware of the significance of patient centred communication leading them to make assumptions about patient needs instead of asking patients. 

Pollack et al
 in analysing 398 conversations between 51 oncologists and 270 patients found empathetic responses from the oncologists were rare despite the oncologists confidence in their ability to be empathetic.

Hickman, Caine et al
 in a study of older patients communication experiences found breakdowns in communication occurred even between ‘high functioning older adults’ and medical staff. They suggest staff take more time to ensure patients do fully understand the information they are being given. A simple ‘do you understand’ does not confirm the patients’ understanding. Better outcomes can be achieved by asking the patient to explain their understanding of the issue.

Anderson & Mangino
, in response to patient’s desires to be more involved in their care, moved from taped reporting of handover to a bedside handover model. The improved communication achieved using this model led to improved team dynamics between patients, staff and doctors.

What is in it for staff?

Each staff member is a caregiver, whose role is to meet the needs of each patient. Staff members can meet those needs more effectively if the organisation supports them in achieving their highest professional aspirations, as well as their personal goals.
Leape et al35 contend that caregivers can only provide patient centred care when they feel genuinely valued. There has to be ‘joy and meaning in the work they do’. According to Leape et al, to have a workforce that feels valued and is prepared to work together to gain best patient outcomes requires that ‘everyone is:
· Treated with dignity and respect

· Given the education, training, tools and encouragement they need to make a contribution that gives meaning to their life

· Recognised and appreciated for what they do.’
Care for the caregiver is one of the most important components of patient and family-centred care. Timmins and Astin
 argue that patient-centred care cannot be achieved without leadership, vision and improved support services for staff. 
Shaller
, in research supported by The Commonwealth Fund, identified seven key factors that enhance patient-centred care at an organisational level. These factors (p8) are:

· Leadership

· Strategic vision clearly and constantly communicated to every member of the organisation

· Involvement of patients and families at multiple levels

· Care for the caregivers through supportive work environment

· Systematic measurement and feedback

· Quality of built or physical environment

· Supportive technology.

Telling staff you are listening is not enough. They have to see their suggestions are being used.

Each of these factors aligns with the future vision for ACT Health. This future has recently been discussed at Chief Executive Forums as part of the communication strategy for the proposed ACT Health structure.
How would we engage with patients and families?

Family advisory councils are found at many facilities across the USA. At the University Wisconsin Marathon County (US)
 more than 70 patient and family advisors collaborate with staff in several ways. They:

· Serve as members of advisory councils

· Work in program and policy review - designing, implementing, and evaluating health care programs and policies

· Serve on a dozen hospital committees

· Interview candidates for resident positions 

· Provide input on educational materials

· Teach staff and professionals 

· Participate in discussion groups focused on a particular department or service.

In all these avenues of partnership, patients and family members provide their distinct perspective and insights for improvements to the care experience. Peebles et al
 believe, based on their findings, ‘competent consumers articulating their recovery stories are essential in positively impacting practitioners attitudes toward those they serve.’   
For ACT Health to move towards a patient and family-centred model, then it must move towards an integration model as opposed to the current model of seeking advice from consumers. To fully provide patient centred health care and improve health care delivery, ACT Health must involve patients and carers as equal partners. A community of consumers would allow a rotating membership of recent users of the services to provide their perspective on our health system and work with clinicians to improve that system.

Current state in the ACT

There is considerable work already underway in the ACT that supports patient and family-centred care.

Productive Ward

The ‘Productive Ward – Releasing Time to Care’ Program is an initiative developed by the UK National Health Services Institute for Innovation and Improvement (NHSI) in response to research which indicated that the average nurse spends less than 40% of their time delivering direct patient care. 

Productive Ward aims to motivate and empower ward teams to review the way in which activities are undertaken in the workplace, with the goal of removing waste and releasing time to provide more direct patient care. It provides staff with the methodologies required to help identify processes that, when improved, lead to improved patient outcomes. 

One area which took part in the Productive Ward trial has increased their direct patient care component from 42% in October 2009 to 72% in October 2010.

Models of Care

New models of care (MoC) are being developed as part of the Your Health: Our Priority Initiative and Capital Asset Development Plan (CADP) for ACT Health. Each completed MoC will be used as a resource to inform the design and construction of new buildings and facilities and for ACT Health staff to redefine their models of care, plan for workforce and operational requirements and change management activities.
The intensive care units at Calvary Health Care and Canberra Hospital nominated patient-centred care as their primary principle in their MoCs, while the neonatal intensive care unit nominated family-centred care. Each of these areas has established working groups to identify options for moving toward a more patient and family-centred model.
Patient experience narratives

The Access Improvement Program (AIP) has, since 2007, used patient experience narratives to help identify gaps in the health service. Narratives are collected from recent users of the health service for all AIP projects. Narratives are analysed against the 8 Picker Institute criteria
:

· Access (including time spent waiting for admission or time between admission and allocation to a bed in a ward) 

· Respect for patient's values, preferences, and expressed needs (including impact of illness and treatment on quality of life, involvement in decision making, dignity, needs and autonomy) 

· Coordination and integration of care (including clinical care, ancillary and support services, and ‘front-line’ care)
· Information, communication, and education (including clinical status, progress and prognosis, facilitation of autonomy, self-care and health promotion) 

· Physical comfort (including pain management, help with activities of daily living, surroundings and hospital environment) 

· Emotional support and alleviation of fear and anxiety (including treatment and prognosis, impact of illness on self and family, financial impact of illness) 

· Involvement of family and friends (including social and emotional support, involvement in decision making, impact on family dynamics and functioning) 

· Transition and continuity (including information about medication and danger signs to look out for after leaving the hospital, coordination and discharge planning, clinical, social, physical and financial support). 
Narratives are also collected at the completion of projects to ensure the implemented changes have had a positive effect on patient outcomes.

Putting family initiated (medical emergency team) MET calls on the national agenda
ACT Health is working with ACSQHC to promote the introduction of family initiated MET calls across Australian health facilities. A workshop will be held in Adelaide in November as part of the ACSQHC National conference ‘Recognising and Responding to Clinical Deterioration: Solutions for Safe Care’. ACT Health will pilot this initiative at the Canberra Hospital in early 2011.
Change management
The November 2009 Workplace Culture Survey heralded the completion of the 2005-2009 longitudinal study of ACT Health workplace culture. A number of initiatives have been implemented based on the results of this study, with the four main pillars of developmental activity being:

· Performance management

· Addressing bullying and harassment

· Leadership development

· Team development. 

Health Care Consumers Association – Advocacy training

Health Care Consumers Association of the ACT (HCCA) provides advocacy training for health consumers so they can be directly involved in health decision making through representation on various committees across ACT Health and Calvary Health Care. HCCA has provided a voice for health consumers for many years through:

· Working with health services to achieve services that are responsive, respectful, accessible and affordable to all 

· Encouraging direct consumer involvement in health decision making 

· Lobbying and advocating on behalf of ACT health consumers
. 
It is essential that ACT Health continue to work with HCCA. However, that role may be broadened to include patients engaged as observers, advisors, facilitators, coaches, critics and innovators. 

HCCA would continue to fulfill its current role, and use their extensive experience in providing advocacy training for their members, to provide education for patients and carers who partner with ACT Health.

What do we need to do to start?

Moving towards being a patient and family-centred organisation is a significant cultural challenge for ACT Health, and will take considerable effort and commitment. Bev Johnson17 believes that to create effective patient and family partnerships an organisation must have:

· Senior leaders that believe in the possibility and potential of patient and family partnerships to enhance success

· A designated staff liaison for collaboration endeavours to facilitate the process

· Patient and family involvement from the beginning of every project – not as a token afterthought

· Successful patient and family recruitment strategies including direct invitations from clinicians and community outreach workers.

The move towards being a patient and family-centred organisation will not occur overnight. Medical College of Georgia (MCG) Health have been working towards being a patient and family-centred organisation for over 16 years.

The time has come for ACT Health to commit to a patient and family-centred model.

Engage the leadership

At MCG, despite the CEO being a self confessed ‘numbers man’17 patient and family-centred care has become the business model for the organisation, impacting on each of their business metrics:

· Finances

· Quality

· Safety

· Satisfaction

· Market share.

Frampton et al
 in the Picker Institute funded ‘Patient-centered care guide’ believe leaders, by their own behaviours and values, help set the agenda for a patient-centered care facility.  For leaders to understand this model they need to understand the staff and the patient perspectives. This can only be achieved by spending time with staff and patients. Examples from patient and family-centered facilities of how to achieve this understanding include:

· Frequent rounding on all shifts

· Fireside chats – inviting staff to meet with leaders to share ideas and express concerns

· Breakfast with the CEO – quarterly event where a small group of employees are randomly selected to attend

· Preceding  leadership meetings with a ward round to meet with patients and families; or opening leadership meetings with a patient or staff experience narrative 

· Inclusion of patient and family-centred care in leadership development courses and performance management.
Engage the staff

A patient and family-centred model can only be successful if considerable attention is paid to staff - the professional caregivers. The tag of caregiver extends to all staff not just those at the bedside. Engaging with staff can include:

· Gathering staff experiences in the same way we currently gather patient and family experiences

· Public acknowledgement of staff who make a positive impact on  patients, family members or other employees

· Workshops for staff to reconnect them with why they chose a career in health

· Patient and family-centred care values training

· Empowering staff – Productive Ward is one example of how this can be achieved

· Develop a patient and family-centred care communication strategy.

It is the staff on the ground who have the day to day interactions with patients and their families, and who will be the drivers of any effective patient and family-centred care approach. Staff must be given the opportunity to share their stories, perceptions and ideas. It will be necessary to engage, inspire and educate them to help to build and work towards this new model.

Engage with volunteers

Volunteers are an important component of the care team. They help to personalise health settings and contribute in a positive manner to patient experiences. Volunteers must be respected for the work they do and the value they add to ACT Health every day. Active encouragement and further development of volunteer programs is essential.

Engage with patients and families

It is important that patients, families and staff be involved, from the beginning, in any move towards a patient and family-centred model. Change that does not engage with the pivotal stakeholders from the beginning is rarely successful.

Patients and their carers are the experts in their lives. They are also experts in how the health system could be improved to better meet their needs. A patient and family-centred model would require the establishment of a ‘community of consumers’ to work with ACT Health to strengthen the partnership between clinicians, patients and families. 

While ACT Health already seeks engagement with patients and families through patient satisfaction surveys and patient and carer experience narrative collection, patient and family- centred care requires a greater understanding of the health experience from the patient perspective. It also requires working with patients and families to develop services that best meet the needs of patients and families. 

Patient and Family Advisory Councils play a pivotal role in facilities that are recognised as patient and family-centred. That role is to provide a patient and family perspective with regards to planning, policy, service development and improvement. Membership on these councils comes from recent and past users of the health system. ‘In the spirit of partnership, the expectation is not that patients will ask, and hospitals will provide, but instead that patients and family members will be given the opportunity to speak up and share their ideas.’

Beverley Johnson17 from IPFCC lists skills of a successful patient and Family Advisory Council as including:

· Ability to share personal experiences in ways others can learn from

· Ability to see bigger picture

· Interested in more than one agenda issue

· Ability to listen and hear other points of view

· Ability to connect with people

· Sense of humour.

While Patient and Family Advisory Council is the term commonly used in the USA, we are proposing Community of Consumers may best describe the ACT Health approach. This ‘Community of Consumers’ would partner with the health community to achieve improved patient and family outcomes. Interested patients and families would rotate through the ‘Community’ on a time limited basis e.g. 6–12 months. This would allow patients and families to move on with their lives when they feel ready and without feeling bound to remain. There would need to be a place for ‘emeritus’ roles for those who have an ongoing relationship with the health system.
Assess the current state

It will be important to develop, in association with patients and families, a method of assessing the extent to which public health facilities in the ACT provide patient and family-centred srvices. There is a plethora of information available in the literature to inform this process.
Communicate

Communication is essential to help ensure that patient and family-centredness does not quickly become lost in the ongoing avalanche of change. Patient and family-centredness has to be ACT Health’s top priority and it has to be constantly reinforced – at meetings, in newsletters, in staff excellence awards, in performance management, in job descriptions, in policies, to name a few. 

Patient and family-centredness needs to become the mantra for all leaders within ACT Health.

Next steps
1. Distribute the paper.

2. Seek feedback regarding support for ACT Health pursuing a patient and family centred framework. 

3. Begin baseline data collection
4. Develop an ACT Health Framework for Patient and Family Centred Care informed by feedback from the above 
APPENDIX 1

Sourced from Patient-Centred Care Improvement Guide.  Pages refer to pages within the Guide.
 Patient-centered care improvement guide’ last viewed 21st September 2010 at http://pickerinstitute.org/wp-content/uploads/2010/06/pcc_improvement_guide.pdf
Self-assessment tool

The following self-assessment tool is provided as a resource to assist readers in navigating through this Patient-Centered Care Improvement Guide, particularly those struggling with the question of where to start. The assessment toll is organised around important aspects of a patient-centered culture, each of which is addressed in-depth in its own section of the Guide. Completing the self-assessment may help to identify important opportunities for improvement or to prioritise a list of initiatives your organisation may be eager to undertake. You can then refer to the relevant section of the Guide to explore patient-centered approaches for enhancing those particular aspects of the patient and/or staff experience that emerged as priority focus areas.

The HCAHPS section of this self-assessment can be used in conjunction with Appendix A (which relates specific patient-centered practices to the HCAHPS survey) as you consider strategies for HCAHPS improvement that are consistent with and supportive of a culture of patient-centeredness.

No matter where the self-assessment tool directs you, it is suggested that you begin in the Setting the Stage, Strengthening the Foundation section (page 39) for strategies that will move your organisation’s journey toward patient-centeredness from a list of tasks to a commitment across the organisation to a shared set of values, attitudes and behaviours that define how health care should be delivered.   

Instructions

1. Complete the table below by marking the box that most appropriately captures the current status of the described practice in your organisation.

2. Tally up your score for each section, giving yourself:

a. 2 points for every practice that is fully implemented
b. 1 point for every practice that is partially implemented

c. 0 points for every practice where this is no activity or it is not applicable.

d. Calculate your organisation’s performance in each of the sections, and refer to the section of the Guide addressing those areas on which your percentage performance indicates the greatest opportunities for improvement.

e. Use the Prioritisation Tool on Page 17 to prioritise implementation of initiatives.

	
	Fully implemented throughout organisation
	Partially implemented
 (in progress or in place in some areas, but not all)
	No activity
	Not applicable

	Setting the stage, Strengthening the Foundation. Page 39 of the guide

	The organisation’s commitment to patient-centered care is formally and consistently communicated with patients, families, staff, leadership, and medical staff (e.g. mission, core values)
	
	
	
	

	Expectations for what staff can expect in a patient-centered environment are clearly stated and proactively shared.
	
	
	
	

	Patients and family members have been invited to share their experiences with your hospital in focus groups.
	
	
	
	

	A patient and family advisory council meets regularly and actively provides input to hospital leadership on hospital operations.
	
	
	
	

	Patients and family members participate as members on hospital committees.
	
	
	
	

	The input provided by patients and families is used to guide the organisation’s direction.
	
	
	
	

	Patient-centered behaviour expectations are included in all job descriptions and performance evaluation tools.
	
	
	
	

	Staff at all levels, clinical and non-clinical, have the opportunity to voice their ideas and suggestions for improvement.
	
	
	
	

	Opportunities exist for both formal and informal interaction between leadership and staff, including staff working 2nd and 3rd shift.
	
	
	
	

	Opportunities exist for leadership to interact directly with patient and families.
	
	
	
	

	Managers are held accountable for ‘walking the talk’ of patient-centered care.
	
	
	
	

	Physicians are held accountable for ‘walk the talk’ of patient-centered care.
	
	
	
	

	Board members are provided opportunities to interact directly with patients and families.
	
	
	
	

	Total score out of a possible of 26
	
	Percent of Total
	%

	Communicating effectively with patients and families. Page 78 of the guide

	Patients are made aware of how to raise a concern related to patient safety and/or their care while they are hospitalised.
	
	
	
	

	Patients and families are encouraged to ask questions, and systems are in place to capture questions that arise when caregivers are not present to answer them.
	
	
	
	

	Systems are in place to assist patients and families in knowing who is providing their care, and what the role is of each person on the care team. 
	
	
	
	

	Total Score out of a possible of 6
	
	Percent of Total
	%


	Personalisation of care. Page 91 of the guide

	Patients are able to make requests for when meals will be served to accommodate their personal schedule and routine.
	
	
	
	

	Patients are able to make requests for when certain procedures will be performed to accommodate their personal schedule and routine.
	
	
	
	

	Resources are available to staff to educate them on different cultural beliefs/traditions related to health and healing.
	
	
	
	

	Food options are available to meet the preferences of different ethnic groups.
	
	
	
	

	Food is available for patients and families 24 hours a day.
	
	
	
	

	Total  Score out of a possible of 10
	
	Percent of Total
	%


	Continuity of care. Page 112 of the guide

	Patients and families are able to participate in rounds.
	
	
	
	

	Patients and families are able to participate in change of shift report.
	
	
	
	

	Plans of care are written in language that patients and families can understand.
	
	
	
	

	Opportunities exist for patients and families to meet with multiple members of their health care team (including the nurse and physician) at one time.
	
	
	
	

	Tools are provided to patients to help them manage their medications, medical appointments and other health care needs.
	
	
	
	

	Patients and families are encouraged to participate in discharge planning from the beginning of hospitalisation.
	
	
	
	

	Processes are in place to reinforce and assess comprehension of information and instructions provided at discharge.
	
	
	
	

	Total Score out of a possible of 14
	
	Percent of Total
	%


	Access to information. Page 137 of the guide

	A process is in place by which patients and family may request additional information on their diagnosis, treatment options, etc.
	
	
	
	

	Patients have access to their medical record while they are being treated, and are assisted in understanding the information contained within.
	
	
	
	

	Patients are made aware of the opportunity to review their medical record with the support of a health care professional.
	
	
	
	

	Patients are able to contribute their own progress notes in their medical record.
	
	
	
	

	Patient education materials appropriate for readers of varying literacy levels and for speakers of different native languages are readily available.
	
	
	
	

	Patients and families have access to a consumer health library.
	
	
	
	

	A process is in place to disclose unanticipated outcomes to patients (and family as appropriate).
	
	
	
	

	Total Score out of a possible of 14
	
	Percent Total
	%


	Family involvement. Page 145 of the guide

	‘Family’ is defined by patient.
	
	
	
	

	Visitation is flexible, 24-hour and patient-directed. (Exceptions may include behavioural health).
	
	
	
	

	Formalised training/education is available for a patient’s loved one who may be providing routine care following discharge.
	
	
	
	

	A process is in place by which a family member or patient may initiate a rapid response team.
	
	
	
	

	Family members are able to remain with the patient during codes and resuscitation.
	
	
	
	

	Support is provided to patients and families involved in an adverse event.
	
	
	
	

	Comfortable spaces, equipped with a variety of positive diversions, are available throughout the facility for family use.
	
	
	
	

	Overnight accommodations are available to loved ones wishing to stay overnight with a patient.
	
	
	
	

	Support is provided to patients’ informal caregivers.
	
	
	
	

	Total Score out of a possible of 18
	
	Percent of Total
	%


	Environment of care. Page 170 of the guide

	The following spaces create a first impression of ‘welcome’, ‘comfort’ and ‘healing’

	· Main Lobby
	
	
	
	

	· Emergency Department Entrance
	
	
	
	

	· Parking Lots/Garage
	
	
	
	

	· Information Desk
	
	
	
	

	· Unit-based nurses’ stations
	
	
	
	

	Patients are afforded privacy during check-in, changing and treatment.
	
	
	
	

	For hospitals with semi-private rooms, accommodations are available for patients to have a private conversation.
	
	
	
	

	Patients are able to adjust the lighting and temperature within their room on their own. 
	
	
	
	

	Patient rooms have views to the outdoors.
	
	
	
	

	Lounge areas are available in which patients and visitors may congregate.
	
	
	
	

	A range of diversionary activities, beyond the television, are available to patients and families.
	
	
	
	

	Overhead paging has been eliminated (with the exception of emergent needs).
	
	
	
	

	Pleasant smelling, non-toxic cleaning products are used.
	
	
	
	

	Signage reflects primary languages of populations served, and uses icons to aid in comprehension.
	
	
	
	

	Patients can easily find their way from the parking areas to their destination.
	
	
	
	

	Total Score out of a possible of 30
	
	Percent of Total
	%

	Spirituality. Page 179 of the guide

	Resources are available to staff to educate them on different religious beliefs/traditions related to health and healing.
	
	
	
	

	Spiritual assessment look beyond a patient’s faith traditions to also capture what comforts and centers them.
	
	
	
	

	Space is available for both quiet contemplations and communal worship.
	
	
	
	

	Total Score out of a possible of 6
	
	Percent of Total
	%


	Integrative medicine. Page 185 of the guide

	Complementary and integrative therapies are available based on patient interest and community utilisation patterns.
	
	
	
	

	Total Score out of a possible of 2
	
	Percent of Total
	%

	Caring for the community. Page 192 of the guide

	Space is made available within the facility for community groups to meet.
	
	
	
	

	Free health-related lectures, wellness clinics, health fairs, etc. are routinely offered to the public.
	
	
	
	

	Total Score out of a possible of 4
	
	Percent of Total
	%


	Care for the caregiver. Page 195 of the guide

	Staff’s stress-reduction and wellness needs are addressed.
	
	
	
	

	Staff is routinely acknowledged for their good work by leadership, by peers and by patients and families.
	
	
	
	

	Staff have opportunities to provide input into ways to enhance the work environment.
	
	
	
	

	Space is available for staff to decompress between patients and/or cases.
	
	
	
	

	Support is provided to staff involved in an adverse event.
	
	
	
	

	Healthy food is provided to all staff, including those who work on weekends and on nights.
	
	
	
	

	Total Score out of a possible of 6
	
	Percent of Total
	%


Initiative Priorisation Tool

Instructions

1. Complete with assessment items that you rated as either: ‘partially implemented’ or ‘no activity’.

2. Tally up the number of ‘Yes’s’ to identify top priority initiatives (greater number of Yes’s = higher priority).

3. Refer to the sections of the Guide that correspond to your organisation’s lowest scoring areas for specific implementation strategies.

	Assessment Item
	Does this initiative satisfy an expressed patient, family and/or staff need?
	Does this initiative support our organisational priorities?
	Does this initiative present an opportunity for a high-impact ‘gain’ in a short turnaround time?
	Do our organisational resources allow for the implementation of this initiative?
	Sum of Yes’s

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	

	
	Yes
	No
	Yes
	No
	Yes
	No
	Yes
	No
	


Patient satisfaction

1. Complete with aggregate data from your most recent four quarters of HCAHPS:

2. Identify those domains in which either your organisation’s percent of ‘Always’ responses is lower than the national average or your organisation’s percent of ‘Never’ or ‘Sometimes’ is higher than the national average.

3. Refer to Appendix A for suggestions of patient-centered approaches for improvement.

	DOMAIN
	% of respondents answering ‘Always’
	U.S. National Average, ‘Always’ (as reported on Hospital Compare)*
	% of respondents answering ‘Never’ or ‘Sometimes’
	U.S. National Average, ‘Never’ or ‘Sometimes’ (as reported on Hospital Compare)*

	Communication with Nurses
	
	74%
	
	6%

	Communication with Physicians
	
	80%
	
	5%

	Communication about Medications
	
	59%
	
	23%

	Discharge Instructions
	
	80%
	
	20%

	Responsiveness
	
	63%
	
	12%

	Pain Management
	
	68%
	
	8%

	Cleanliness
	
	70%
	
	10%

	Quiet at night
	
	56%
	
	13%

	
	% of respondents answering ‘Definitely Yes’
	U.S. National Average, ‘Definitely Yes’ (as reported on Hospital Compare)*
	% of respondents answering ‘Definitely or Probably No’
	U.S. National Average, ‘Definitely or Probably No’ (as reported on Hospital Compare)*

	Willingness to Recommend
	
	68%
	
	6%

	
	% of respondents answering with 9 or 10 rating
	U.S. National Average, (9 or 10) (as reported on Hospital Compare)
	% of respondents answering with 0 to 6 rating
	U.S. National Average, (0 to 6) (as reported on Hospital Compare)*

	Overall Rating
	
	64%
	
	11%


Ideas generated by the self-assessment
_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________
_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________
_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________
_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________

_______________________________________________________________________________________________________________________________
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