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1.0 WORKSHOP BACKGROUND AND AIMS

Some 70% of cancer outpatient appointments are for the purpose of post treatment follow-up. Generally speaking initial cancer treatment is aimed at assessing the effects of treatment, while later follow up incorporates the detection of disease recurrence. 

Increasingly, cancer is an illness which may be cured or which may have the characteristics of a long term or chronic illness. The number of people living with cancer is growing annually. In Northern Ireland it is estimated that there are around 55,000 at present with a cancer diagnosis, with a predicted annual increase of around 3%.   It is therefore very important that such after people have the appropriate support and necessary services to help them resume as normal a life as they can after treatment.  

Significant work in this area is being undertaken nationally. One of the work-streams is aimed at improving both the quality and productivity of cancer follow up in a way which sees these two dimensions as mutually reinforcing.  This service improvement work recognizes and seeks to reconcile both the pressure on the service as well as the unmet need of cancer survivors.   

From a service user point of view, there is ample room for improvement in current follow up arrangements within Northern Ireland. This was articulated at a workshop for patients and carers, held in June 2009 which identified both the strengths and weaknesses of current cancer services in Northern Ireland. One of the areas identified for improvement concerned current cancer follow up arrangements. The need to improve cancer follow up was also recognised by stakeholders during the Regional Chemotherapy Service Review (NICaN, 2010).

The aims of the workshop were to:

· Reflect on the challenges and limitations of current post cancer treatment follow up arrangements

· Consider alternative approaches to cancer follow up in light of the emerging cancer survivorship agenda

· Explore potential changes required to cancer follow up within Northern Ireland 

2.0 
WORKSHOP PROGRAMME

	Chairman’s Opening Remarks
	Dr Michael McBride

Chief Medical Officer, DHSSPS



	SESSION ONE:  Challenges and Limitation of Current Follow Up Arrangements



	Living With and Beyond Cancer


	Mr Munier Abdalla

Reporter, Downtown Radio



	Surgical Follow Up
	Mr Patrick Keane

Consultant Urologist



	Oncology Follow Up
	Dr Martin Eatock

Consultant Medical Oncologist



	Post Treatment & Primary Care
	Dr Ian Clarkson

General Practitioner



	Current drivers for change
	Ms Jennifer Welsh

Director of Cancer & Specialist Services, BHSCT

	SESSION TWO: Looking Beyond – Alternative approaches to Cancer Follow Up



	The National Cancer Survivorship Initiative   

Slides presented by Liz Henderson
	Dr Adam Glaser

Clinical Director for National Cancer Survivorship Initiative  [unable to attend due to volcanic ash]

	Consequences of treatment

Dr Maher unable to attend due to volcanic ash

Slides presented by Liz Henderson
	Professor Jane Maher

Consultant Oncologist, Chief Medical Officer for Macmillan Cancer Support [unable to attend due to volcanic ash]



	Back on Track: Fatigue Management
	Dr Jackie Gracey

Lecturer in Physiotherapy UUJ

Ms Jane Rankin, Physiotherapist BT



	Breast Reviews: Implementing change
	Mr Stephen Kirk

Consultant Breast Surgeon



	SESSION THREE: Exploring Changes to Cancer Follow Up



	Cancer survivorship pathway and new models of follow up

Areas for action and agreeing next steps


	Participant Discussion


3.0 WORKSHOP ATTENDEES

The following stakeholder groups were represented at the workshop:

	· Clinical Nurse Specialists

· Service Managers

· Consultant Medical Staff

· Specialist Palliative Care

· Allied Health Professionals

· Network Coordinators

· Patient Public Involvement Reps
	· Regional HSC Board

· DHSSPS

· Cancer Charities

· Universities (QUB & UU)

· Public Health Agency (R&D)

· Patient Client Council




A full list of attendees is attached (Appendix 1)

4.0 
OVERVIEW OF PRESENTATIONS

4a. Chairman’s Opening Remarks

Chief Medical Officer, Dr Michael McBride opened the meeting and included the following comments in his remarks:

“As Chief Medical Officer I am determined to fulfil my role in ensuring that services are above all safe, effective in improving heath and wellbeing of patients and, at the same time make the best use of the resources available.  

Traditionally, the success of cancer treatment is often measured in terms of survival or how long someone lives after diagnosis.  However, with improved treatment and care more and more people are living with cancer as a chronic disease.  As a result cancer services need to develop flexible services that focus on enhancing and maintaining the quality of life enjoyed by people on completion of tailored treatment programmes or during follow up within low intensity maintenance regimes.  It is vital that we move away from the current model of follow up which focuses solely on physical symptoms and illness, to one that focuses on health and wellbeing. 

In support of this the Cancer Service Framework includes a standard to ensure that patients experience the best quality of life after treatment by providing new models of follow up which focus on health and wellbeing and supporting people in dealing with the issues that they experience in terms of adjusting to life with and beyond cancer.  Supporting people in dealing with issues that they experience from either their cancer or the consequences of cancer treatments requires flexible, accessible, risk based follow up models.  Follow up should also be personalised to the individual’s needs with the patient a key contributor to setting goals and agreeing plans.

This is in line with the work being taken forward by the joint Department of Health and Macmillan Cancer National Cancer Survivorship Initiative

Today’s workshop provides an opportunity to hear from clinicians and people living with cancer, review current follow up arrangements and to explore potential new, better models of follow up for cancer survivors”.  

4b. “After care is an after thought”: A patient perspective

Speaker

Mr Munier Abdalla, News Reporter for Downtown Radio / Cool FM 

Munier began with a few thoughts on his own cancer journey and followed this by sharing a documentary piece he had produced which involved interviews with three people whose lives had been touched by cancer.  The key theme emerging from the documentary was that of time, time to talk about feelings and to ask questions and time to be properly informed about what they should expect after treatment.  

“Cancer I could do again, the treatment provides you with a structure and a routine… life after cancer, never again!”

“It’s a waiting game”

“Doctors in general are busy but it would be nice if they could give you a longer period of time to discuss your feelings.  It would be a help.  You feel like you are taking up the doctor’s time so you perhaps don’t say what you should”.

“Aftercare was an afterthought .. there wasn’t really any aftercare …I’m in limbo which is annoying as I consider myself to be a high risk patient but maybe the surgeons don’t consider me to be high risk at all”.

“It would be nice to have a third party to go to who you could ask about those things that worry you … the things you don’t think to talk to your doctor about when you are with them”.

“It [the system] is failing patients.  There isn’t enough money to have the staffing needed to inform patients about what is normal or abnormal.  I didn’t know what was normal or abnormal.  You feel if you go back that you are imposing on people …”sure there is nothing wrong with you, it is the same as it was before, they told you you were okay”.  But am I okay?”

4c. Session One: Presentations
Challenges and Limitations of Current Follow Up Arrangements

Limitations of Current Follow Up: Drivers for change

Speaker 

Mrs Jennifer Welsh , Director of Cancer and Specialist Services, BHSCT

Increasing demand

An ageing population means that our cancer incidence continues to increase.(Figs – insert slide) At the same time, an expansion in the available treatment options, including end of life treatments, means that more cancer patients are surviving longer.  This means that cancer has become a chronic illness, with many cancer patients suffering from complex comorbidities. 

Finite capacity

This has led to an overall pressure in terms of the number of review appointments needed.  As follow-up is traditionally consultant-led, this has also led to pressure on consultant time.  Cancer access standards mean that priority for consultant appointments is given to patients who are newly diagnosed with the result that review appointments increasingly run behind schedule.  This is also reflected in an increase in unplanned hospital admissions and A&E attendances.

The solution

We need to ensure that the current model of review is modernised to ensure clinical and cost effectiveness.  

Clinical effectiveness – doing the right thing, at the right time in the right way to the right people

Cost effectiveness:  maximizing utility by the judicious allocation of scarce resources

Limitations of Current Follow Up: A Service Perspective

Speakers:

Mr Patrick Keane, Consultant Urologist 

Dr Martin Eatock, Consultant Medical Oncologist

Dr. Ian Clarkson, Macmillan GP Facilitator

Objectives of traditional, medical model of review

Following potentially curative treatment:

· Detect recurrence to enable early treatment

· Monitor long term consequences of treatment (side effects)

· Reassurance for the patient

· Good for physician morale (i.e. to see patients they have helped)

For patients with incurable disease:

· Monitor disease progression

· Interventions to extend life, manage symptoms

· Transitions in care

What are the issues with this model?

· Patients seen by multiple specialties (i.e. by surgeon and oncologist) resulting in confusion and duplication

· Appointments rarely on schedule causing huge worry to patients who perceive the review to be of vital importance

· Patients travel long distances for short appointments

· Patient anxiety heightens for weeks in advance of every follow up appointment

· Patients are reluctant to “waste a consultant’s time” talking about the broader quality of life issues they experience when living with cancer (e.g., the need for psychosocial support, fatigue management, signposting to benefits advice etc).

· Poor communication between specialties and between hospital and primary care leads to poor integration

· Most detection of recurrence happens outside normal follow up arrangements 

· Absence of national and regional guidelines

Where do we need to get to?
We need follow up that is:

· Evidence based

· Timely

· Tailored to the individual based on: 

· Risk

· Further treatment options

· Patient need

· Streamlined so that the patient is clear about which specialty they need to see when and why.

· Holistic 

· Integrated between hospital and community

· Undertaken by appropriately trained professionals – not always the consultant

· Convenient – more near to patient follow up where possible

· Responsive – patients have rapid access back in when they have concerns

· More innovative approaches (i.e. health and wellbeing clinics, telephone follow up)

· Cost effective

Patients should be empowered and expectations managed 

The purpose and nature of the follow up plan should be discussed and agreed with the patient and the patient given a written record of the plan.  This plan should also be communicated to the GP.

4d. Session Two: Presentations 

Looking Beyond – Alternative Approaches to Cancer Follow Up

The National Cancer Survivorship Initiative

Invited Speaker

Dr Adam Glaser, Clinical Director for Cancer Survivorship (England), was unable to attend due to flight disruptions.

Liz Henderson presented key messages from his slides.  

An overview of the National Cancer Survivorship Initiative was outlined (This is a partnership between NHS and Macmillan Cancer Support). 

Cancer Survivors in the UK 

A cancer survivor is anyone living with or beyond a diagnosis of cancer. There are now 2 million cancer survivors in the UK, and if prevalence increases at 3.2% per annum it will increase to 4 million in 20 years. This has huge implications for cancer follow up arrangements.

Current follow up is ineffective

The evidence suggests that current follow up arrangements are not meeting the medical, psychological, social, spiritual, financial and information needs that cancer survivors may have following their treatment. Routine follow up appointments are not effective in terms of detection of recurrence.  Service transformation is required focusing on enhancing quality and increasing productivity.

National Cancer Survivorship Vision: 5 key shifts 

1. A cultural shift in the approach to care and support, with a greater focus on recovery, health and well being

2. A shift towards holistic assessment, information provision and personalized care planning

3. A shift towards support for self-management, supported by the appropriate clinical assessment, support and treatment

4. A shift to tailored support for consequences of treatment, signs and symptoms of further disease and for those with advanced disease

5. A shift to a new emphasis on measuring experience and outcomes

Shift from “Follow Up to Aftercare”

	Level of need
	Estimated % of patients potentially
	Currently

	Level 1

Supported self-care with quick access back into the system if and when needed to improve early detection
	Approximately 75%
	Less than 10%

	Level 2

Requires regular primary or secondary care input
	Approximately 20%
	Around 90%

	Level 3

Highly complex patients require case management by an assigned key worker (often a Clinical Nurse Specialist) actively managing and joining up care for the patient
	Approximately 5%
	Less than 1%


Consequences of Treatment:

Invited Speaker 

Dr Jane Maher, Oncologist & Chief Medical Officer Macmillan Cancer Support was unable to attend due to flight disruptions.

Key messages from a telephone conversation with Liz Henderson included:

Cancer as a chronic illness

20-30% of cancer survivors will develop a chronic cancer condition which will eventually lead to death, but increasingly its over years, not months as formerly. Or on the other hand they will develop a chronic condition as a consequence of their treatment.

Macmillan Health and Well-Being Study showed the same health profile among cancer survivors as someone diagnosed with a chronic illness. If the person is a cancer survivor and has a chronic illness they have the same health profile as someone with two chronic illnesses. Cancer patients are at higher risk of heart failure, diabetes and osteoporosis (from GP data base)

Late effects of treatment
New illness may emerge months, years, and decades after treatment.

More than 25% adult survivors live with significant consequences of treatment

Around 60% childhood cancer survivors experience one, or more, late effects 10 years after treatment. 

There is a need to aim for avoidable consequences to be avoided and unavoidable consequences to be recognized and managed to minimize their impact.

Benefits of Self-Management

People with cancer are more receptive to exercise and dietary self-management programmes than others with a chronic condition. Currently we are missing this very important secondary prevention service, yet if such a service were in place it would save money.

How to pick up recurrence?

70% of patients with cancer could be picked up by self-assessment questionnaires, and with planned investigations, which does not require a follow up appointment.

Assessment and Care Plan Milestones
· End of treatment

· One year later when acute side effects settle. Most have physical or psychological impact of which 75% settle.  If rehabilitation is right during the first year, people are more likely to get back to work, which could save money on disability benefits.

· End of first year – at this point need to assess the risk of long-term consequences. In the case of pelvic cancers we know there will be urine, bowel, or sexual problems.  People need to be educated, and appropriate care planning for follow-up. Reduction in routine follow up appointments could offset the funding to pay for clinical nurse specialists.

· When there is change in health status – either they develop chronic cancer eg bone metastases and need a chronic illness management care plan or they develop long term consequences of their treatment and need a care plan.

· Final re-assessment is the transition between chronic and end of life care.

Cancer Rehabilitation Service : Delivering and developing research and supportive care to people living with and beyond cancer  

Speakers:

Dr Jackie Gracey, Lecturer in Physiotherapy University of Ulster

Ms Jane Rankin, Physiotherapy, Belfast HSC Trust

Breast cancer Rehabilitation Initiative for Living Life (BRILL)

BRILL was a feasibility project, based on self-referral, and designed to address quality of life issues in the time period after breast cancer surgery.  It was a person centred initiative encompassing the individual’s needs for life either with cancer or after cancer.

It involved partnership working between local leisure facilities and the NHSCT. It consisted of 10 weeks of 1 hour varied exercise group of 10 people at leisure centres. This was followed by information provision eg lymphoedema prevention, purchasing new modified underwear etc.  Subjective and objective evaluation was extremely positive with significant increase in quality of life recorded.

Back on Track Service

This aimed to translate research into a partnership interdisciplincary rehabilitation service with regional, statutory and third sector agencies.

The service aimed to empower people to reduce the effects of fatigue and weight loss associated with cancer and create responsive user focused health services. 

It utilized the existing infrastructure of the Centre for Health and Rehabilitation Sciences as a venue. Feedback from participants again was extremely positive.

Breast Reviews: Implementing Change

Speaker:

Mr Stephen Kirk, Consultant Breast Surgeon, SE Trust

There is currently no conclusive evidence for follow up of patients with Breast Cancer. Most units review patients according to regimes based on trial protocols, though NICE guidelines recommend less intense follow up for a maximum of 3 years. 

Aim of study: to determine the effectiveness of a stratified follow-up programme in detecting recurrent disease in patients with Breast Cancer. 

Conclusions: 

· Over 70% of recurrences are detected outside the follow up programme

· Low pick up rates at scheduled appointments

· Importance of open access to breast clinic
· Nottingham Prognostic Index can be used to estimate relative risk of recurrence. Most recurrences are detected outside scheduled review, even if review is stratified to risk.
· The study suggests that routine review may not be beneficial in diagnosis recurrence.
· However, this study did no address other aspects of a follow up program such as reassurance and discussion of treatment morbidity.
Session Three: Workshop
Moving Beyond – Exploring Changes to NI Cancer Follow Up

The Process

Attendees were asked to self-select to one of four groups to discuss the question ‘how can post cancer treatment services be tailored most effectively for the following categories of patients?’

1. Those with good prognosis, where the focus should be on moving beyond cancer to focus on health and well-being

2. Those whose cancer is likely to become a chronic illness and who require proactive surveillance

3. Those with advanced cancer

4. Those experiencing consequences of treatment (late effects)

The summary of group discussions are presented in the following table.

	Questions re aspects of follow up
	Group 1

Good Prognosis
	Group 2

Cancer as a Chronic Illness
	Group 3 
Consequences of Treatment
	Group 4

Advanced Cancer

	What type of follow up service should be provided for each of the above groups of patients?
	The focus must be on enabling people return to normality not being defined by their illness

Tailored to the individual’s identified needs

Not a substitute for medical surveillance (for example for prostate patients PSA testing should be ongoing, annual breast mammography should be ongoing)

Need to provide information, support, signposting with individual guidance / steer

Potential group health and well-being clinics in “normal” settings

Coordination of activity is key

Incorporate self-management courses based on Prognostic Indicators


	Pro-active surveillance

Primary care follow up essential, with patients seen locally 

Tailored to the needs of the individual – no one size fits all

Patient choice paramount

Vital that this cohort of patients do not feel abandoned but supported with their unique needs being identified and worked with 

Patients identify their own issues which will influence the particular follow up pathway

Many of these patients could be prompted to consider self management based on good information and signposted to services and resources available

Provision of information vitally important – need this to be empowered

This could include a combination of telephone follow up, face to face follow up in different settings


	Patient Education re late effects and a system of coordinated Patient Reported Outcome Measures.

The concept of self management should be uppermost.

(All of above is in addition to the after care focus identified by group 1 and applicable to some patients in group 2)

End of treatment holistic assessment and joint care plan created tailored to the needs of the individual.

There will be a focus on treatment sequel over incoming year

This will involve a structured education session with signposting to short term rehabilitation programmes including support and information resources. PROMs would also be introduced at this session.

Follow up one year post treatment should incorporate assessment, information giving with attention to potential longer term sequel 

Being provided with the right information is vitally important 

They should be informed about lifestyle changes if required, with access to appropriate rehabilitation programmes

There needs to be a key worker to provide a coordination / navigation role for patients. 
	Follow up care should be provided in or as close to the home as possible – community/primary care led

Specialist palliative care team involvement and clarity around point at which these patients would be ‘given back’ to primary care

Holistic individualised assessment of carer and family 

Need for honest conversations with patients and cares throughout the journey to effectively manage expectations

Patients would not be expected to self-manage but be proactively case managed, so that the move is away from crisis management to planned care

This would include education and support (eg support on dealing with panic attacks)

Staff need to have more explicit information about which services are available in which localities to support transition of patients into community



	
	1. Good Prognosis
	2. Cancer as Chronic Illness
	3. Consequences of Treatment
	4. Advanced Cancer

	Applicable to what groups of patients?
	Applicable to curative patients with low risk of psychological morbidity or other co morbidities

More applicable to some tumour types than others, eg breast cancer, Hodgkins Disease, Teratoma etc

Agree exclusion criteria in advance
	Applicable to 

· Those finished treatment

· Disease likely to recur

· Palliative treatment but not Advanced Disease


	Applicable to all patients after treatment, as there could be

· Acute sequel (within first year)

· Chronic sequel (ongoing)

· Late sequel (appears after first year)

All need to be taken into account and factored into aftercare


	The term “advanced cancer “needs to be clarified. 

Does this include palliative patients still on treatment?

	Holistic Assessment

When should this be undertaken?
	This approach should begin at diagnosis and recorded at key points across the recognised pathway. 

This includes a new holistic assessment at the end of treatment

Patients are partners in their own care

They identify the key issues to influence appropriate follow up care
	Individual’s personal goals included in the assessment as they will be key determinant on appropriate follow up pathway

Assessment underpins decision making

Timing of assessment varies between tumour types, 6 weeks, 6 months

Needs to be flexible and responsive

Patient choice paramount
	Holistic assessment should be undertaken at key stages across the pathway beginning with diagnosis. 

However, for purposes of this work the critical assessment milestone is at the end of treatment.

Second key milestone for assessment is one year post treatment.
	

	Key components of holistic assessment
	Clinical and physical

Emotional

Psychological

Financial and social

Need to address late effects 

Establish long term goals

Undertaken in partnership with the patient 
	Medical / physical/prognostic

Psychological

Social and financial

Done in partnership with patients
	In addition to clinical, psychological, spiritual, social assessment, all assessment should incorporate an assessment of the potential and or actual affects of treatment, in the acute phase, potential chronic and late phases

Assessment is broader than the person’s health and well being, needs to incorporate the impact of treatment on their social functioning.  It is done in partnership with the patent


	

	
	1. Good Prognosis
	2. Cancer as Chronic Illness
	3. Consequences of Treatment
	4. Advanced Cancer

	Tools and processes requiring standard approach
	Patients could use self reporting  Need a mechanism to re-enter the system rapidly 

Requires better integration of voluntary sector (self help groups)
	Holistic Assessment Tool

Risk stratification tool

Patient self assessment

Key worker or link person to provide information when required
	Risk stratification tool

Patient Reported Outcome Measures PROMS

Key Worker identified (often CNS) to proactively coordinate


	Clear key worker policy so that patients have access to a named point of contact

Safe and secure fast track system to rapidly access back into secondary care


	Who should be involved in the holistic assessment 

Who should be involved in follow up service?
	Multiprofessional team in particular the Clinical Nurse Specialist

Need for a key worker / navigator

Broad range of multi-professional team, support staff, volunteers, voluntary sector
	All members of the multiprofessional team with one key point of contact, possibly a Clinical Nurse Specialist, not necessarily the consultant

Big involvement from primary and community care linked with secondary/tertiary multiprofessionals
	All members of the multiprofessional team 


	These patients have complex needs which change 

Need different professionals along their journey, underpinned by clear worker policies, with access to a named point of contact throughout their journey

Need to work with other partners to meet the needs of this patient group

	Where should this service be undertaken
	Health and Well-Being Centres

GP surgeries

Nurse led review

IT enabled

Telephone review
	
	Initial assessment in tertiary or secondary care setting before they leave, or immediately thereafter

At the end of first year

Self triggered re-entry via appropriate mechanism if symptomatic
	

	What would enable it to develop?
	IT system

Excellent communication and coordination

Prognostic indicators to enable risk stratification

Current drive for efficiency

Health economics argument

Community support, 

Buy-in from PMSI, DHSSPS, CMO, Minister
	Electronics

Single assessment tool

Coordinated approach with realistic time frames

Protocols, guidelines rather than a fixed one size fits all approach

Education of employers

Integration of services

Primary care fully informed and education 

Integration of care across boundaries

Reorganisation of current services - reconfigure

Doing things smarter 

Managed transfer of care

Rapid access to secondary/tertiary care 

Make it a specific PfA
	Commissioner and clinician buy in

Regional policies and protocols around risk stratification and follow up protocols

Current value for money and efficiency agenda

General PfA for review appointments

Strategic Plan

Aligned local plans

Transition management


	Huge cultural shift. Currently end of life care is seen as the remit of the specialist palliative care team.

Clear definition of the cohort of patients

Early referral to palliative care

IT systems to facilitate communication between primary and secondary care

Planning care in partnership with patients and their families

Clear discussion and recording of treatment intent

More joined up commissioning / whole system approach

Bring a range of services together into a one stop shop to ensure patient s get a holistic services

Clear key work policies within all MDTs

Introducation of Gold Standards Framework

A safety net – rapid access back into the system

Advanced cancer helpline

Advocate for patient and family 

Staff education about existing services

Regional approach to patient record

Voluntary sector support services

Re-look at balance of resource / investment in this area

	
	1. Good Prognosis
	2. Cancer as Chronic Illness
	3. Consequences of Treatment
	4. Advanced Cancer

	Barriers
	Lack of buy-in from clinicians, managers, commissioners

Culture in primary and secondary care

Resistance of patients and public and unrealistic expectations

Capacity and resources

Skills to undertake holistice assessment

Lack of knowledge of local services , or voluntary sector provision and role and value of self management


	Lack of resources

Current financial situation

Patient resistance if perceived as withdrawing of services
	
	Current MDT structures present a barrier to teams as do not include AHPs, social workers, other psychological support staff.  Patients often reach these professionals too late in their journey to be able to provide meaningful support. 

	Key actions 
	End Duplication of oncology and surgical review

Identify local champions and pilot 

Build the evidence

Self management is a real niche for health promotion messages and health and well being plans

Incorporating function rehabilitation (exercise and diet) and vocational rehabilitation (employment)

Involve key stakeholders

Build on user patient experience
	End duplication

Each NICaN Tumour Group develop their own risk stratification protocol

They each should work to a terms of reference to ensure a standard approach

Need a standard assessment tool agreed and used
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