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The merging in May 2011 of the National Cancer Patient Information Pathway Programme with the IPS Implementation Programme recognises their interdependencies. 

The joint working provides context, often lacking when each programme operated in isolation, and a shared understanding (and speedier response) of pathway and content issues (raised by IPS users and learning from the Beacon Trusts), that lends itself to meaningful improvements in the content (and content infrastructure) which underpins the IPS. 

Previously, where gaps and problems have been identified, the Cancer Patient Information Pathway Programme was not always aware of the issues raised (or its significance) nor responded in a timely or appropriate manner. 

The merger of these 2 work programmes has led to the following observations:

I. The formalised layout of content has, perhaps for the first time, enabled nurses and other healthcare professionals to read and critically appraise the information that underpins the IPS. Many Trusts involved in the Information Prescriptions Implementation Programme are dissatisfied with the national pathway content
 and are expressing a preference to use/include their own local content which ‘better reflects’ the care a patient now receives. The failure of national content to reflect how care is delivered is cited as one of the reasons why local materials have been developed. National content has not always evolved to reflect the multidisciplinary care a patient now receives or the ‘knock-on’ effect that changes in clinical practice (and/or NICE guidance) bring to the way an individual’s care plan is subsequently delivered. 

II. Even when clinical procedures do not change, new models of care mean that an individual’s care plan continually evolves (shorter hospital stays, formalised and non-formalised ‘enhanced recovery’ care plans, role of rehabilitation services etc.) and the national content does not always reflect this
. Not surprisingly, healthcare professionals have highlighted the need to integrate the care provided by individual disciplines (e.g. physiotherapy) within the national content. A physiotherapist for example (either hospital or community based), may be the de facto ‘key worker’ for many patients (throughout an individual’s care plan or at specific stages in their care) and yet their role is not always integrated (within individual items of content and the pathway as whole) in the same way as a surgical procedure may be.  

III. As more MDTs use the system and, as a function of time, gaps and deficiencies in content are being identified. For example, some material is insufficiently tailored (and therefore cannot be personalised) while other content is regarded as ‘weak’ and does not ‘say enough’ for it to be used. 

IV. In some cases, content is poorly edited with larger PDFs which no longer ‘stand-alone’. It means that in addressing a patient’s specific information need, several 2-3 page PDFs are required. As each PDF includes a page describing the Information Provider, it is seen as wasteful by recipients. In addition, it adds to the pathway size. 

V. Implementation of the IPS is dependent on a number of factors. Each pathway needs to be easy and intuitive to navigate. Users need to become familiar with and embed the content so they can respond to the information needs of their patients with efficiency (particularly in busy clinical environments), and confidence. 

VI. Changes to content titles, the overall size of the pathway (the breast cancer pathway for example contains approximately 200 items of information) duplicated content, and/or content that ‘does not stand alone’, can make it difficult for users to gain the familiarity they need, and for IPS-use, to become an embedded action. 

VII. Not every MDT wishes to use the IPS. Although there may be many reasons for not using it (e.g. the working environment, a lack of IT skills or sufficient confidence to use the system). The criticisms outlined above appear to play a part and are also raised by those users who are championing the IPS and the delivery of personalised Information prescriptions.

Pathway development plans

Three new pathways have been constructed on the IPS:
1. Advanced cancer and Palliative Care

2. End of Life and Bereavement

3. Cancer Rehabilitation and Living with Cancer

We have also established Children and Young People’s Cancer Information Pathways which will be evolving over the next two months

During August we have added approximately 160 new or revised items of content (new and revised) to the national pathways. 

Personal Care Plans and Holistic Needs Assessment (HNA)

· Information that equips people to manage their own care and access (or re-access) services when this is not possible, or symptoms emerge, would be a valuable addition to the IPS.

· The Health survey for England
 showed that seven out of patients with a long-standing illness were not offered any options for self-care/personalised care plan by their healthcare profession. The study showed that those who had were better equipped and far more likely to manage their own care than those who had no such plan.

· The survey also showed that the two most common information-seeking behaviours were information about their condition, and information that would allow an individual to access local services. 

· In order to support the development of personalised care planning and enable people to manage their own care during and after their treatment, a pathway will be developed that mirrors the HNA tools used by healthcare professionals and links with the Cancer rehabilitation and Living with Cancer pathway. 

· Additionally, the development of site-specific, HNA Key Information Points in each information pathway will enable users of the system to carry out NHAs and access relevant information that equips people to live with and beyond cancer, without the need to navigate to other sections of the IPS.

Cancer Rehabilitation

· In order to help people recover from their cancer (and live with the disease) and regain their independence
, relevant content, developed for the National Cancer Rehabilitation and Living with Cancer Pathway, will be assigned to relevant site-specific pathways. 

· In developing the National Cancer Rehabilitation and Living with Cancer Pathway, we will work with the NCAT Rehabilitation programme and Rehabilitation and all AHP to ensure the pathway contains: 

i. content for each symptom

ii. assigning of symptom content to relevant site-specific pathway

· The open-space events will make recommendations for the remodelling of clinical content, in terms of how rehabilitation services are integrated throughout an individual’s pathway of care.

Information in other languages

In order to ensure the pathways contain information that reflects the UK’s cultural and linguistically diverse communities, NCAT-PE will upload all identified content that has been written in other languages. 

A subject folder, ‘Information in other languages’ will be created in all relevant Key Information Points. Currently, we have developed this folder for breast, bowel, prostate and lung cancers and will begin to populate these sections during August.

Chemotherapy pathways

NCAT is working with the Pharmaceutical Oncology Initiative (POI), cancer networks, information providers and others to ensure the content on the Chemotherapy (treatment) Pathway is accurate, comprehensive and is appropriately assigned to each cancer pathway.

It is envisaged that this work will lead to speedier revisions to chemotherapy factsheets, stronger content (this may include, for example, whether a given drug is formally licensed to be used in combination/to treat a specific cancer) the development of content for novel drugs (funded by the cancer drugs fund). 

Rarer cancers

Whilst information about rare cancers is often sparse, it is clear however that many patients with rarer cancers benefit from accessing national and international forums.  

NCAT will work with Cancer 52, National Commissioning Board and Genetic Alliance UK to develop stronger pathways for rare conditions and access to web-based information & forums for all rare cancers.

Long-term health conditions 

In order to ensure the IPS is the information source for all members of the profession, there is a need to engage those healthcare professionals (e.g. physiotherapists) whose remit extends beyond cancer to other long-term health conditions. 

In addition, as the majority of elderly cancer patients (>75 years of age) have other conditions, it makes sense to ensure the pathways include (or are linked to) information about other long-term health conditions such as diabetes etc.  

· NCAT will investigate ways to align the pathways with information about other co-morbidities many patients are likely to have or subsequently develop. The Cancer Rehabilitation and Living with Cancer Pathway, Palliative Care and Bereavement pathways will initiate this process.

· This may provide opportunities for existing Information Providers to work with other providers (e.g. Depression Alliance, Age UK etc.)

Health Literacy

1. As written information can help reinforce and provide context to the clinical interaction and verbal discussion, it is essential that it is readily accessible to the wider population. Currently, seven out of 10 adults have reading and comprehension difficulties. 25% of these (or 7 million people) are unable to read, use and understand basic reading materials, including hospital appointment letters and telephone directories. It is a situation that conflicts with our perceptions of an ‘educated and developed society’ and means that healthcare professionals are likely to meet people with poor basic skills on a daily basis. 

2. As many reading materials are written for a reading age that is well above the average reading age of the population as a whole (most materials are written for people with a reading age of a 15-16 year old when the national reading age is 10-12 years of age. Reviewed in reference
), there is a need to ensure materials (or a suite of materials) present key messages ‘simply’ and are ‘contextually and culturally relevant’. 

3. We will work with information providers to ensure content recognises the Nation’s literacy deficit and source materials specifically developed for people with learning difficulties. 

4. It is clear that for patients to fully understand the information they receive (regardless of their reading and comprehension skills), it often requires repetition, further explanation and interpretation, especially when patients (and their carers) are away from specialist staff
. As part of the IPS implementation, many Trusts are working in partnership with Macmillan Cancer Support’s Cancer Information and Support Centres, in both the ‘prescribing’ and ‘dispensing’ of information on living with cancer. 
5. The opportunity to extend this to local cancer self-help and support groups may provide an additional route for patients to share their information prescription with knowledgeable third parties (in the same way as envisaged for an individual’s health record
), who have the skills to help an individual interpret and contextualise the information they have received. 
6. Previous studies have shown that healthcare professionals often lack the confidence to refer patients to support organisations and cancer information and support centres, as they were unsure of the quality of information they provided. Conversely, cancer organisations are often frustrated by the lack of referrals, while many patients describe how they ‘stumbled’ upon organisations that often became the ‘lifeline’ they sought.
7. The IPS Programme provides an opportunity to engage self-help groups and create a ‘network’ of information providers throughout the UK in dispensing (and explaining) nationally-agreed and quality-assured information, that gains the confidence of the profession. Initially this could be from the  general cancer information pathway but could be extended to cover other long-term health conditions

Search Facility

Many users of the system have expressed a desire for a search facility. In effect what is required is a clearer understanding of the pathway layout and subject folders. The development of paper-based  Prescriptions, which provide a hardcopy version of the pathway enables healthcare profesionals to record the information needs of a patient and dispense the IP at a later date. The paper-based prescriptions also show the pathway layout. 

In the absence of a search facuility within the IPS: 

NCAT will update and maintain prescription pads for all cancers on a monthly basis 

NCAT will also create a ‘family tree’ like structure which shows all the subject folders and their location in each KIP.

Patient and Carer Involvement and Engagement

The successful development and evolution of the National Cancer Patient Information Pathways is dependent on the involvement, engagement and feedback from cancer patients and their carers. 

The National Cancer Action Team has previously engaged patients and carers in the development of all national cancer patient information pathways
. 

As the National Cancer Patient Information Pathways now provide coverage to more than 90% of all cancer diagnoses, it makes sense to review the process by which patients and carers are involved in the national cancer patient information pathway programme: 

1. NCAT will continue to work with patients and carers in the development of all new cancer information pathways. However, as the remaining pathways reflect rare conditions, there is a need to broaden the membership of the patient review panel.

2. With fewer pathways to develop, it is a logical step for patients and carers to play a role in the refining of all existing pathways.

· Patients and carers will be invited to submit comments on any existing pathway through the Feedback process (described in Section 2.4).  

· All feedback can be submitted via NHS Choices or through the NCAT-Patient Experience website. 

· A monthly Feedback Log will be produced from all comments received. 

· NCAT will work with the Information Providers to respond to the issues raised. 

· Where insufficient information is provided, NCAT will investigate the problem directly with the person who submitted the issue. 

· NCAT will respond to all feedback issues 

· Where feedback highlights a clinical inaccuracy, Information Providers will have 7 working days to respond. Other requests will be discussed with Information Providers and a response agreed. 

· Patients (who have expressed an interest in reviewing content and new pathways) and users of the system will be informed about all new additions to the pathways each month through the NCAT-PE website and in a monthly pathway update.

� Despite the fact that the National Cancer Patient Information Pathways were largely constructed from the pooled content of network-agreed pathways


� A dietician for example (either hospital or community based), may be the ‘key worker’ throughout or at specific stages of an individual’s care plan yet the dietician’s role is always integrated (for example, in the same way as a surgical procedure may be) within the pathway content.  
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