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Raising cancer awareness in the community

“God bless you ‘daughter’ that was information I understood”

Remark made by an elderly gentleman at the end of a cancer awareness session.

If information were the key to equitable access to services provided by the NHS, then inappropriate and unsuitable modes of communication would be one of the major contributory factors of unwittingly denying fair access for some communities. 

“ I in 4 ethnic minority ladies put a X on the treatment consent form “

A view expressed by a lead oncologist at Ealing hospital Trust (EHT)

We cannot escape the positive and sometimes negative developments in cancer in the news each week. Such news articles helps in a subtle way to raise awareness of the disease and make informed choices on lifestyle. However where language and literacy becomes a barrier, this huge source of information provided by the media does not filter through to this substantial minority. 
The aim of the Asian outreach project has therefore been to inform and empower the communities through outreach sessions and other mediums of communication. Each cancer awareness session has been delivered bearing in mind the participants lifestyles, beliefs, values and other important information seeking behaviour. 

Population Profile

According to the 2001 census 42% of Ealing’s population is from the BME communities. The largest ethnic group is the South Asian Communities, which make 24.5% of the 300,948 total population of Ealing. This is the targeted population for the purpose of this report and the main groups within this population has been further broken down further as follows

Indian            16.5

Pakistani         3.8

Bangladeshi    0.4

Other Asian     3.9

The highest concentration of this group is in the two EPCT neighbourhoods of North and South Southall with a significant proportion also living in the neighbouring boundaries of Greenford and Perivale

Cancer Incidence in the BME communities

Cancer is the cause of 24% of all deaths in Ealing and 911 residents were diagnosed with cancer in 2001. As ethnicity recording is patchy it is difficult to gauge the exact number of people from BME communities affected by cancer.  Some indicators as given in the Public Health Report indicate that SMR for Ealing is 82 and one of the neighbourhoods with a higher SMR is North Southall and  South Southall is one of the neighbourhoods with lower SMR.

Working outreach
The outreach mode of communication involving participation and empowerment of communities has allowed crucial insights and highlighted local issues that would other wise be unavailable through conventional methods. The direction of my work developed as the needs of the community unfolded.

Through each successive outreach session held in a community setting it became apparent that people desired general information such as  

· What is cancer?

· What causes cancer?

· How can one reduce the chances of getting cancer?

· What are the signs and symptoms of cancer?

Language, literacy, IT skills, other priorities in life and the word Cancer itself proved to be barriers in accessing information.

The following is based on outreach sessions I coordinated and delivered between November 02 to March 04 at various diverse locations such as The Day Centres, Golf Link Estate, Luncheon Clubs, and Women’s groups, Places of worship and Yoga Classes

So far there have been 24 prearranged outreach sessions in the community with total numbers attending exceeding more than 650. The number of people present at these sessions ranged from 10 to 79.

Three of these were repeated at the request of the community groups to reach members who could not attend the first talk.

I organised one health fair at a Gurdwara, which was attended by more than 150 people and have set up Cancer Information stalls at various events organised by Ealing Primary Care trust (EPCT) staff at locations in Ealing. 

Two sessions were organised using community radio station to raise awareness on breast screening and lung cancer

Being able to speak the main Asain languages has been immensely beneficial. With the exception of two awareness talks, which were in English, the rest were given in Punjabi or Hindi with leaflets in English to support the need for reference for people who could use them. Sometimes health promotional videos were used and most of the talks were informal and interactive. 

Summarised below are some of the observations, benefits and challenges of outreach work in the community. The Cancer Nurse Specialist’s (CNS) from EHT, Prostate Cancer Charity and Cancer Bacup have supported some of these sessions. This support has been mutually beneficial as I have received support in providing their knowledge and expertise and few of the CNS’s have commented of their positive experience of meeting people in the community setting.

 Findings

· There is a hidden and unmet need for information on cancer awareness. This is evident during outreach session when attendees

1. Ask questions related to the information given at the session

“ Why do people get cancer”,  “What causes it”, “Why is it difficult to detect”

“What are the signs / sympotms of cancer”, “Is cancer hereditary” 

2. Through active participation and general discussion seek information on various aspects of lifestyle issues and cancer

3. Raise concerns on delayed diagnosis

4. Rush to pick up leaflets after the sessions.

“ There is a need to open up the discussions on the perception of cancer in the community. Is there a Stigma? Are people treated as sinners? Are they supportive of people in the community diagnosed with cancer”

View expressed by a CNS nurse from EHT

· There is a stigma, fear and misconception of Cancer. By slowly engaging the community through outreach it is helping to raise the profile of the disease and reducing the fear of the word cancer.

· The community has positively received cancer awareness talks with appropriate methods of communication. The potential to engage communities in other major health issues and long term conditions is immense.

· Pre arranged outreach sessions have been more effective in engaging the community in talking about cancer then holding stalls at generic health fairs. 

· Although time consuming, there is no substitute to outreach work in tailoring the information to the needs of the micro population. Minority communities prefer the personal approach and interactive sessions

· Promoting healthy lifestyles in prevention of cancer is also making a positive impact in prevention of other major diseases by reinforcing the same message on lifestyle issues. 

“ What is a good vegetarian diet”, “what is a portion”, “can too much Soya cause cancer”

· Information provided through outreach sessions are empowering and supporting the communities in taking ownership of their own health, which can be long-term and sustainable.

· Community focused projects need a longer term to be effective. In the long run it helps strengthen links on which other health initiatives can be based.

· There are variations in accessing certain groups within the established South Asian Communities. Accessing communities that do not meet in groups and do not attend community centres, places of worship etc is a challenge. There is a need to proactively use other modes of communication such as ethnic media and newspapers.
Supporting the information needs of cancer patients and their carers

User involvement is key in ensuring that the priorities, which guide communication, emerge from the population in question rather than being imposed on it.

Given that until recently there has been only two referrals from a community nurse, it has been a challenge to look into the information need of the BME cancer patients from their perspective. In the absence of easy access to cancer patients and their carers this area of my work has been totally reliant on the cooperation and support from health care professionals and contacts developed through networking in the community.

In the patient experienced project commissioned by the oncology unit in EHT there has been a poor representation from BME community. Only one patient out of 40 has been represented and none from the South Asian communities. This is insufficient given that 25% of Ealing’s population is from the South Asain communities and 42% of the population are from BME communities.  In response the trust has maintained that they do not see enough numbers from BME communities. This contradicts the recent data published in the public health report that states that in 1999/2001 there were 262 deaths from cancer in the two Southall neighbourhoods. 

In the absence of data on ethnicity, it is difficult to predict the exact numbers, stages of presentation, survival rate or even trends in cancer in the ethnic minorities communities. The fact remains however that the needs of each individual is addressed in cancer services regardless of numbers seen.

Therefore reports and studies conducted in other areas have been used as a base line to assist in information provision locally. One such report is a qualitative report by the National Cancer Alliance that has looked into the Information needs of South Asian cancer patients and carers. 

The report has highlighted that the core information needs of cancer patients from this community is not essentially dissimilar to the general population. With only one out of 27 participants giving English as their first language, the language of cancer information is fundamental to the question of format and communication preferences. There is a clear demand for both quality face-to-face communication of personalised information, and information resources that are appropriate to the language patterns and preferences of patients from south Asian backgrounds. The research further suggests that no single medium of communication will be sufficient to address patients (and carers needs) but rather a suite of formats / styles are needed.

With this in mind I have made available

· Copies of the above report to the Ealing hospital Trust’s oncology unit through the lead cancer specialist nurse to address the information needs of the local population.

· Informed the Clinical Nurse Specialist of translated booklets and videos available in ethnic minority languages and in some cases obtained and supplied them personally.  Copies of videos have also been distributed to West of London health Promotion Unit, Meadow House and the Mulberry Centre.

· Liased with external agencies and help set up a benefits outreach base in the EHT oncology unit which is a free service provided by department of works and pension, thus freeing up some of the time spent by CNS in filling forms and sorting up benefits for patients

“ The period of waiting for test results were the longest in my life”
Comments often made by people narrating their personal stories 

“ I think I may have prostate cancer…. I am waiting to hear about my results from the hospital…. My GP does not have time to discuss this with me. Can you help me with the options I have in case I am diagnosed with Prostate Cancer”?
A call received from a gentleman who was then given the details of Prostate cancer Charity where he could discuss his concerns with a specialist nurse 

· In response to an identified gap from personal stories told by participants, I am in the process of producing a small poster listing major charities that may be to help patients while awaiting diagnosis or treatment. This could be used by GP’s or /and displayed in their surgeries.

Setting up a cancer support group

“ I was glad to see you at the Gurdwara. I remembered your talk at the centre…I felt here is someone I can talk to now”

 “My consultant asked me if there is any support in the community I could access…. But there is nothing…you know how it is about cancer…
A comment by a lady who had recently been diagnosed with cancer.

Through community outreach work many people have become aware of the project and a few have come forward asking for a support group to be set up as there is nothing at present to help them with their specific needs. Work is under progress to assist in setting up a support group. Southall Day Centre has kindly agreed to allocate a room for this purpose and the response has been quite positive. 

Availability of linguistically appropriate Information resource

“ Do you have a leaflet in Punjabi on breast cancer, I need it for a friend”

A request received by a passer-by who stopped at the Macmillan Information van outside the town hall. There were none available as there is none produced.

Many reports have highlighted that a range of information material is a must to address some of the needs of BME communities. Information material cannot substitute the information and support given by health care professionals. It does however have a useful role to play in reinforcing message, as a reference in future and allows time and space to absorb the information given.

· Some of the major cancer charities are failing to address the information needs of the ethnic minority communities.

· Majority of the translated information and audiovisual resources for cancer have been produced by short-term projects funded by the New Opportunities fund. This indicates that even the basic information on cancer cannot be funded within their mainstream provisions.

· There is a lack of audiovisual material in South Asian languages that could be used specifically and effectively to raise cancer awareness.

· Some information materials translated have been poorly executed without any though of how it will be received by the targeted population 

· A good leaflet is well though out, visually attractive, simple to understand, and easy to read. The same principals would apply for any information material produced for the ethnic minorities. 

Web based Information for minority communities.

The need for a nationally available centralised information website for resources produced for ethnic minority communities. 

 The onus of providing suitable information material to serve needs of its local population rests with the commissioners and service providers within the NHS. Translating and producing information material in ethnic language can be laborious, time consuming and expensive process. There is a need therefore to have a centralised information point to

· Share resources: Many Statutory, Charitable and Voluntary organisations are producing some information, to meet the needs of BME population it is trying to serve. Some are better than others. However as there is no easy way of knowing what has been produced, the wheel is reinvented every time. Each trust is producing its own documents on cultural awareness and diversity. Some charities and PCT’s have produced suitable information on promoting health lifestyles. Macmillan Cancer Relief has produced a toolkit on how to effectively communicate with South Asain Communities affected by cancer. All of the above could easily be adapted by any organisation and especially smaller charities that do not have huge resources but are equally committed.  

· Avoid duplication and costly mistakes: Some resources produced especially ones on health promotion and lifestyle issues are duplicated. Good, accurate and meaningful translations are time and finance intensive. Scarce resources would be better spent in identifying and addressing gaps instead. A single point of information could eliminate this problem. 

· Develop Central Expertise: Statutory and other voluntary organisations need backing and expertise when producing information material. A central organisation that has developed expertise and sets a minimum standard would have immeasurable benefits in helping produce good quality information. 

· Easy Access. A centralised access allows information provision regardless of the geographical dispersal or concentration of the BME population. Patients, families, healthcare professionals, voluntary and community organisation, outreach workers and to easily access information at one website. It could also serve a platform to inform every one of other initiatives that are being developed or undertaken. 

Macmillan Cancer relief has shown interest and is keen in taking this forward in its work through Cancer Coalition. The response from NHS direct has also indicated that the National Electronic Library for Health has advertised for proposals from organisations wishing to work in partnership on developing a specialist resource on BME health issues and NHS Direct Online will be fully participating in developing patient focussed information.

Promoting breast screening

“We have seen people wearing them (pink ribbons) on their coats, but don’t know what it is for?”

Response from a women’s group when they were showed and asked if they have seen a pink ribbon.

At least 70% of the eligible women should be screened for it to be effective. The screening rate for EPCT is currently at 58.6% with the highest uptake of 65.2% in North Northholt and Greenford and the lowest uptake of 53.2 and 53.4% respectively in the two neighbourhoods of Southall.  

Screening is a Public health domain and therefore my work has involved working closely with the pubic health consultant, screening coordinator, health promotion team and West of London Breast Screening Service. 

In a report ‘Straight Talking’ Communicating Breast Screening Information in Primary Care by Lai Fong Chiu, it has been highlighted that minority ethnic women would specifically prefer health information to be produced in their own language and to be communicated to them verbally rather than in written form.

Summarised below is the work I have undertaken in raising awareness around breast screening

· Two targeted sessions in conjunction with Community Health educators in the areas of Southall and Acton where stalls were set up outside the supermarkets and leaflets, ribbons etc were distributed.

· Three sessions were targeted at a women’s meeting at a yoga class, mosque and a group in Hounslow at the request of the coordinator.

· One breast awareness and breast screening promotion session was broadcast live on a community radio station highlighting the importance of both.  This under utilised medium of communication has a wide appeal and overcomes obstacles of literacy

· Many other session have been opportunistic where awareness of breast screening was delivered as a part of general cancer awareness session where the targeted audience have just been women. 

Issues, findings 

“ The video you have shown on breast screening is really helpful as I have just had my first invitation letter for screening “

A comment at one of the breast awareness session.

· Translated material that explains the procedure involved in breast screening is available. However it is not sent out with invitation letters to the women from ethnic minority communities. This raises concern on the equality of access in information not only around health promotion initiatives but also around procedures involved in screening and informed choice. There is a need for a clear information strategy on how we communicate with women who can be socially, culturally and linguistically isolated..  

· Some women were embarrassed on the subject of breast awareness even though it was delivered women to women. This was confirmed by an informal focus group when they were asked about the possible reasons women do not attend screening. Fear, Apathy, Bad experience, Lower Awareness, Embarrassment were all cited as possible reasons 

· Some women stated that they have never received an invitation for screening. 

· The coordinator of one group talked of her experience where she felt that she was being manhandled by the radiographer and asked the radiographer to be a bit gentle. She felt that many women in similar situation could not be assertive due to language difficulties and one bad experience would put them off. According to the report ‘Straight Talking’ there appears to be a clear link between communications and experience. Women who could communicate with the radiographer reported more positive experiences of screening. This suggests that provision of language support for minority ethnic women whose first language is not English is particularly important in improving their screening experience.

· My work has focussed in promoting screening with community in general. However this is not enough and there is a need to identify the reasons for non-attendance and explore what direct intervention with the targeted screening population is required to increase uptake. Collaborative work as a sub group of breast and cervical screening is under progress to see what initiatives have worked in the past and if this can be repeated. 

Something’s that could work!

· Extensive targeted outreach health promotion exercise aimed at ladies within the screening age.

· Greater use of local media especially audiovisual to combat literacy problem.

· Pitching information that is culturally sensitive and at the right level.

· Targeting health promotion programme that is inclusive of the family and not exclusively to women. Health care promotion for some communities cannot exist in isolation, but rather a part of larger social and cultural makeup.
· Emphasis on linguistic support and information for some targeted women attending the screening service for the first time. A good experience could ensure a repeat attendance when invited in future
A resource for other health promotion initiatives

Training Community health Educators

In Oct 2003 I devised and delivered a brief training programme to 6 Community Health educators (CHE ‘s) working in Southall on Cancer using a Quiz questionnaire and a video ‘cancer stories’. The key aims of the programme was to increase the CHE’s understanding of what is cancer, signs and sympotms of most common cancers, life style issues that can reduce the chances of getting cancer and support services available for people diagnosed with cancer.  The main objective of the training was to give an insight of the work done by this project and how CHE’s could link with this project to provide access to the communities they worked with. The evaluation was positive with a request to do another session for CHE’s that could not attend the first session.

Supporting Smoking Cessation

Promoting smoking cessation services offered by EPCT has been integral part of the cancer awareness talks when links between cancer and smoking is highlighted. I have also directly contributed in extending the services to the South Asian communities by simplifying and suggesting alternatives when advertisements have been translated in the Asain languages.

Finally

To engage the attention, cancer awareness talks have been more effective when delivered to a captive audience. As cancer covers numerous groups of diseases with different, diagnosis, treatment and development, it becomes a specialist subject. It may therefore be more appropriate to deliver the message strategically rather than as a part of generic health promotion. The message needs to be periodically repeated to aid health literacy and for the drip drip approach to take effect. A similar project is required cancer network wide to reach out to areas with a similar population profile as Ealing so as to address the continuing challenge of equity in information provision. As highlighted in the report there has been a considerable amount of time and effort invested in developing community links. This needs to be sustained and developed further.

Sudeshi Bedi 
May 2004
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