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Introduction

Bolton PCT commissioned Bolton Community Network to carry out a consultation with BME women in Bolton about cervical screening. The aims of the project were:

· To devise and carry out interactive consultations on cervical screening with a total of 225 BME women within a 1 mile radius of surgeries in the following postcodes:

BL3 3QB

BL3 5HP

BL3 5DL
BL3 2EG
BL3 4LU

BL4 7JW

BL3 1JF

BL3 6RN
BL3 2JR
· To identify and map groups of BME women in each of these postcode areas.

· To identify any barriers and reasons why BME women do not attend cervical screening tests.

· To explore any barriers and issues women may face in the screening process.

· To disseminate information and raise awareness about the screening process from the actual procedure to the return of the test results.

· To raise awareness about the benefits of cervical screening tests and to encourage more women to attend them.

· To record data and comments from the consultations that could help improve the screening service and enable health professionals understand any barriers that prevent women attending cervical screening appointments. 

The aim corresponding to the postcodes was identified because there were a lower percentage of women taking up cervical screening appointments registered with surgeries in these areas. Because patients do not necessarily live within a mile radius of the surgery they attend, this was later amended to broaden the scope of the consultation.
A number of meetings were held between Bolton Community Network and Bolton PCT staff to discuss the aims and issues in order to help develop the method of consultation. Bolton Community Network Ambassadors and Development Workers attended training at Bolton Royal Hospital and the Royal Liverpool University Hospital to learn about background information to the screening programme, general knowledge and prepare for potential questions and issues that may arise during the consultation. As a result of this a question and answer sheet was devised for reference
. Ambassadors were always conscious to stress they are not medically trained and to advise individuals with specific concerns to inform their own GPs. This was incorporated into the introduction of every consultation.
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Methodology

Bolton Community Network has a history of developing unique and innovative methods to engage communities. The cervical screening project was particularly challenging because of the sensitive subject matter. Therefore, a sensitive, but engaging method had to be devised to identify the reasons why women from BME communities do not attend cervical screening appointments and raise awareness about the screening process at the same time. Pictures from a visual resource were used in the introduction to the consultation to help overcome language barriers
. A visual road map consultation exercise was developed where the analogy between women receiving their invitation letter at the beginning of their journey to their screening appointment could be made. Women were asked to imagine themselves as a fictional character, hence positioning them in the ‘third person’ so that any personal information was not seen to be revealed directly. They were provided with a model car each on the edge of a road map and imagined they were setting off on their journey to the surgery. However, their journey was thwarted by barriers along the way, such as traffic lights and road works. These represented reasons preventing their ‘character’ from attending a cervical screening appointment. Two Community Network Ambassadors facilitated each consultation allowing the barriers to be submitted anonymously, with the most popular barriers being discussed in order to find solutions to them. This often resulted in women sharing experiences and Community Network Ambassadors providing information, therefore helping to them to alleviate barriers such as fear. Once the women were happy that solutions had been found, the physical barriers on the road map were removed, visually representing the barriers to attending the screening appointments being taken away. The Ambassadors proceeded to facilitate the consultation until the women had arrived at the surgery. Again, using the car and journey analogy, Ambassadors narrated a fictional story of a character who had received an ‘abnormal’ result, to inform the women of the process involved, should such a situation occur. The barriers from each consultation were recorded together with any other relevant information, such as comments from personal experiences. Residential postcodes were recorded and names of surgeries, though not all women provided these details. Sometimes just the doctor’s name had been written down or some other vague piece of information relating to their surgery. However, from this information the majority of the surgery postcodes were identified.

Findings
There are some very important benefits and findings from the consultation. Firstly, one of the direct benefits was the encouragement of women to go for cervical screening tests who had never previously attended.

At the beginning of the consultation, 21 of the women over the minimum cervical screening age of 24 said they had not been for a test before. This is equal to 1 in 10 women who actively took part in the consultation. After the consultation 15 of these 21 women said they would now go for a cervical screening test, one of them was unsure, 3 did not record any indication. Here are some of their comments:

I will definitely take the time to make the courage to find out where to go. Yes it has changed my views. At my age now I do want to go and find out if I have the all clear or not.

Indian Muslim, aged 44
Just learnt the urgency of having the test and also being able to request a female nurse’.
Pakistani, aged 41
It seems to be a cultural problem and the more information that is available, the less of a problem it may become. We all need smear tests.

British Pakistani, aged 25


I have learnt how important having this test is to avoid cancer.


Kosovan, aged 27

Below is a table highlighting all the surgery postcodes of women who had not previously attended a cervical screening test. Though the geographical areas of the consultation were expanded, it is interesting to note that 9 of the women fall within the initial targeted surgery postcodes, 4 of them attending the surgery in BL3 5HP.
	Surgery Postcode
	Resident Postcode
	Age
	Cultural Origin
	Group Name
	Attended Before
	 Will Attend Now

	BL1 1SQ 
	BL3 4HS
	46
	Eritrea
	BRASS
	No
	Yes

	BL1 1SQ 
	BL1 4RX
	26
	British Indian
	Sahara
	No
	No

	BL1 8BZ 
	Dean Court
	25
	Pakistani
	Sahara
	No
	Yes

	BL2 2LW
	BL2 3BQ
	30
	Zimbabwean
	Zimbabwe Group
	No
	Yes & No

	BL3 1JF
	 
	55
	Pakistani Muslim
	Saheli
	No
	No Information

	BL3 1JF 
	BL3 3JN
	25
	Indian
	Phoenix Project
	No
	Yes

	BL3 2EG 
	BL3 3DX
	35
	Pakistani
	Ethnic Minority Foundation
	No
	Yes

	BL3 3PH
	 
	25
	Muslim
	Al Zahra Open Day
	No
	Yes

	BL3 4LU
	BL3 4BE
	25
	British Indian
	Phoenix Project
	No
	Yes

	BL3 5AH 
	BL3 3AF
	44
	Indian Muslim
	Dosti
	No
	Yes

	BL3 5HP
	BL3 5AW
	35
	Indian Muslim
	Community Learning Ambassadors
	No
	Yes

	BL3 5HP
	BL3 5DG
	43
	Mauritian
	BRASS
	No
	Yes

	BL3 5HP 
	 
	70
	Pakistani Muslim
	Saheli
	No
	No Information

	BL3 5HP 
	 
	35
	Indian
	Al Zahra Open Day
	No
	No Information

	BL3 6RN
	BL3 2DA
	28
	Muslim
	Ethnic Minority Foundation
	No
	No

	BL3 6TL
	 
	30
	Indian Muslim
	Apna Group
	No
	Yes

	BL3 6TL
	BL3 3AL
	34
	British
	Parents Group
	No
	Yes

	BL3 6TL
	BL3 6SD
	24
	Muslim
	Saheli
	No
	Yes

	BL4 9AL
	BL4 7RT
	41
	Pakistani
	Asian Women's Wellbeing Group
	No
	Yes

	None
	BL1 2XJ
	27
	Kosovan
	BRASS
	No
	Yes

	 
	BL1 3RF
	25
	British Pakistani
	Community Learning Ambassadors
	No
	Yes


Apart from one person, all of the women consulted said that they would encourage other women to go for cervical screening tests as the consultation raised awareness about the importance of the screening and provided so much knowledge to the women consulted. The following comments demonstrate this:
Will definitely encourage others to go. This consultation is extremely important for all women and it raises awareness about how important it is to go for one and the implications / risks if you don't go for one. Thank you!
Kashmiri, aged 31

Yes because it will save their lives. I have learnt that it’s best to prevent cervical cancer and go to all the smear tests I'm asked for.
Zimbabwean, aged 25

Reminded me to make sure all the ladies in my group know about the smear tests and breast screening.
British Pakistani, aged 26

Yes I would encourage others because one cervical smear could save your life. Yes, it was very informative as it's given us the chance to share our opinions and concerns.
Indian, aged 25

The power of this word of mouth encouragement possesses the potential to make an enormous impact on the number of women taking up cervical screening tests. However, this can only determined by the actual increase of women taking the tests in the future
. There are also a lot of barriers to overcome not only to encourage women who have not been tested before, but to maintain current rates of women attending tests. This is evident when looking at the barriers identified from community groups consulted when looking at the graph below:
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Fear

It is evident that the most common barrier that can prevent women going for a cervical screening test is fear when taking into account its sub categories such as fear of result; fear of pain; fear of the unknown; fear of having to return; fear of needing treatment; general fear (of the process involved); fear of sexual abuse. Some women also expressed this as being scared and frightened.

My mum is 70 years old; she has never had a smear or a mammogram because she would rather not want to know.
(Farnworth Learning Ambassadors)

The Fear of Result issue was addressed by the Community Network Ambassadors whenever it arose during consultation sessions. For example, they explained what happens if a woman receives an abnormal result, emphasising of course that this does not mean that they have cancer. This fear in turn can be linked to ‘Lack of awareness and knowledge’ another significantly high barrier, for as the Ambassadors proved, the more knowledge and awareness there is about the tests and what happens should certain circumstances arise, helps to put women’s minds at ease:
It is very important health wise as you can detect cancer. All my questions were answered.
Hindu, aged 48

Very informative, doctors don't tell us at surgeries unless we ask.
Pakistani Muslim, aged 28

I learnt about the test and if they find abnormal cells they treat them early. If you're not tested regularly and they find something later, then it's a problem because then the cells will have developed. 

British Asian, aged 38

Valuable information for individuals who have queries about cervical screening which they are daunted by.
Asian, aged 42
Pain

What was particularly striking about this consultation was the number of women who have suffered bad experiences during cervical screening tests and related treatment. This became apparent in half of the groups that were consulted. It is important to highlight some of these incidents as they have not only had a direct impact on the health of the women concerned, but could also prevent them from going for future tests. Such is the impact of information when it is communicated by word of mouth regarding the communities concerned, this could deter relatives and friends going for tests. Therefore, whilst the PCT is proactively promoting the benefits of cervical screening tests to increase their uptake, it is conceivable that bad experiences could actually affect maintaining the level of women going for cervical screening tests. During the consultation, the Ambassadors were able to put the painful experiences into perspective when compared to the life saving potential of a screening test. This message needs to be disseminated into the wider community. Information about the benefits of the test alone will not reduce the fear of pain especially when considering some of the experiences below. Firstly, there is a comment from a woman at the end of a consultation:
I won't go because I know it will still be painful.
British Indian, aged 26

I had abnormal cells and went for treatment. There was no consultation, no anaesthetic. I passed out. It was burning and still bleeding. The nurses were debating whether I was allergic to the solution, but carried on anyway.
(Ladybridge Group)

Doctors were not friendly and talking about my case, whilst I had my legs up in the stirrups. I will not go for a cervical screening test again.



(Ladybridge Group)


Scared from other stories.
(Saheli Group)
My doctor is no good at doing cervical screening, she make’s it painful.
(Dosti)
Had internal examination done which I found very painful.
(Dosti)

Every time I have it done I always start bleeding and they never get the result. Then I get frustrated as I'm called back more than once.

(Pikes Lane Mums)

Pains during and after.
(Rumworth Women’s Group)



Have only been once. It has changed my mind, but I still feel very uncomfortable about it, as it is painful.
(Rumworth Women’s Group)

Very much pain; too much pain;

(Saheli)
Was told it's painful and damages you. But now relieved and understood the procedure. It was good (consultation).
(Fashion Show Group)

Certain measures need to be taken in order to reduce the numbers of women suffering from painful and traumatic experiences. This should also then help to reduce the perception of cervical screening and any related treatments as a painful and fearful experience. 

Shyness, embarrassment, humiliation and loss of dignity

Shyness, embarrassment, humiliation and loss of dignity are also main concerns:

I don’t like opening my legs

(Dosti)

The idea of someone seeing my private parts, man or woman.

(Dosti)

Don’t like opening my legs, even though it’s a female nurse, feel like I’m losing my dignity.
(Zimbabwe Group)

This is a particularly important issue to women where modesty and dignity is preserved by how they dress, which constitutes a strong aspect of their faith and culture. However, this issue can help to be resolved by the provision and dissemination of relevant information, such as guidance on suitable clothing to wear, use of screens, in such a way that women feel valued because their faith and culture has been taken into account. The Community Network Ambassadors informed the groups about these measures, but the information needs to be more widely accessible.
Language
During the consultation the issue of language arose for women whose first language is not English. One lady didn’t know if she had had the cervical screening test and said that ‘it could have been that or something else’ (BRASS). Questions were raised about understanding the invitation letter for women to make a screening appointment because of the language issue, as not everybody could understand it. The language barrier also prevented two way communication between patients and nurses during screening appointments, therefore preventing an understanding of the procedure from the patient’s perspective and an inability to communicate any issues arising during their experience. Likewise the language barrier also makes it difficult for nurses to determine how much information the patient understands during the process and to know exactly how the patient is feeling.
Male Doctor
For many of the women consulted, faith and culture also determine the thought of a male doctor carrying out their cervical screening test to be a major barrier. This is obviously an issue that Bolton PCT is aware of as a female nurse can be requested. However, many women consulted were not aware of that they can request a female nurse. This particular barrier therefore, relates to ‘lack of awareness and knowledge’. It is an issue that was easily resolved by the Community Network Ambassadors by imparting this knowledge to the women consulted, but it needs to reach the women who are not aware of this. Some of this awareness will filter through communities from the consultation, but other steps need to be considered to alleviate this fear:
Male doctor performed it and I found it embarrassing

 
(Dosti)

I don’t want to do test with male doctor, so that is why I don’t want to go.
(Pukaar)
Because she is so scared, she did not see the male doctor.
(Pukaar)

Just learnt the urgency of having the test and also being able to request female nurse.

(Asian Women’s Well Being Group)

Will go for tests because I have a female doctor.

(Al Zahra Open Day)
Lack of awareness and knowledge

This category can be broken down into three aspects. Firstly many women consulted were unaware of how important the cervical screening test is. Here are some comments at the end of each consultation:

Excellent, really important going for the test. It is better to have it tested than leaving it later.

(Pakistani, aged 48, Sahara)

I have learnt that it is very important to have a cervical screening test for my own health.
(Muslim, aged 48, Sahara)

If you don't go for a smear it could be a matter of life or death. It was very helpful. It showed us what was used to do the test and that it is not as scary as I first thought.
(British Asian, aged 28, Rumworth Women’s Group)

I learnt that even if you're not sexually active you still have a chance of having cervical cancer.
(Mauritian, aged 37, Parents Group)

I have learnt how important having this test is to avoid cancer.
(Kosovan, aged 27, BRASS)

Yes, (I’ve learnt) it brings awareness to communities.
(British Asian, aged 35, Fashion Show Group)
Secondly, members of groups stated that there was not enough information provided by nurses and GPs on the support available, for example language translation and support for people with disabilities. They also stated that was not enough information provided on the process of the test.
Yes I have learnt a lot about cervical smear, would not have learnt this in a surgery, visual pictures helped a lot.
(Indian, aged 52, Dosti)
Important to keep highlighting the importance of the test. Not just the responsibility of the patient, but also the medical staff to make sure the test is explained and fears addressed.
(Indian, aged 46, Phoenix Project)

More user friendly awareness needs to be available for all women in all communities. Likewise, GPs and receptionists need to undertake training. Perhaps ask women to give feedback of their experiences. Word of mouth is a powerful tool compared to leaflets.
(Hindu, aged 43, Phoenix Project)
Thirdly there is a general lack of knowledge and education about cervical screening:

No one told us before - lack of knowledge prior to receiving a letter.

(Dosti)

Lack of knowledge prior to receiving letter – tell us about possible risks before we get the first letter

(Zacs)

Coupled with the above women have stated that there is no education about cervical screening in schools and colleges. A couple of teenage women who took part in one of the consultations made the following comments:

If drugs awareness and sex education is introduced in schools, cervical screening awareness should also be available in schools.
(Fashion Show Group)

If awareness and education about cervical screening can be provided at an earlier age so women are prepared, they will know what to expect by the time they reach the current minimum testing age of twenty four. It would become an engrained and accepted part of women’s health care and therefore help to reduce the different aspects of fear as discussed above.
Virginity

Some of the women wanted to know about the issue of virginity, to which the Community Network Ambassadors responded that doctors would generally advise women who are virgins not to take the test, but at the same time stating that low risk does not equal no risk. It was anticipated prior to the consultation that issues might arise where women were known to be virgins to their families, but were actually sexually active, therefore would not want to take the test in case somehow confidentiality was breached. However, whilst this issue was invisible during the consultation, drawing upon Ambassadors knowledge and experience of their communities, it is still a necessary issue to consider. If education and awareness raising about cervical screening is provided at schools and colleges, it would at least help to inform young women who may find themselves in this predicament.
Other barriers

The table below summarises other barriers expressed in the bar chart above, with some suggested solutions by members of the groups consulted:

	Barrier
	Reasons
	Suggested Solutions

	Time


	Family commitments; tied up at work; busy (Pikes Lane Mums)

Work (Asian Elders)

Lifestyle prevents making appointments

(Farnworth Learning Ambassadors)
	Reminder letter or phone call

Weekend clinics / appointments

Mobile clinics

Women’s clinic

	Age
	The older women get they don’t want to go
	Take a friend

Volunteer to accompany

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	Cultural Values
	Linked to lack of information (Zimbabwe Group)

Link to awareness and education (Fashion Show Group)
	Similar to how ambassadors are doing it

	GP not from same culture
	(Therefore does not understand -  Phoenix Project)
	

	Nurse from same culture
	Practice nurse not approachable or friendly
	

	Disability
	Unaware of what is happening if your deaf or blind (Apna Group)
	

	Distance / Transport
	(Asian Elders; Saheli - 2 groups; Bolton Toy Library; Ethnic Minority Foundation)
	Women were encouraged to go with a friend or to arrange appointment at best times for transport, also that is was worth the distance to potentially save their lives.

	Don’t like anyone touching me
	(Parents Group)
	

	Faith
	If I'm going to get it, I'll get it, it's up to God. (Pikes Lane Mums)

Religion will take care of it. (Saheli)
	

	Respect of Faith
	One person wanted appointment after Ramadan (Asian Elders)
	

	Husband objecting
	Husband does not want me to go (Pukaar)

Would not let wife go (Fashion Show Group)
	Husbands need convincing that it is a very important examination

	Lack of confidence in health service
	(Ladybridge Dance Group)
	

	Laziness
	(Dosti)
	

	Long time waiting for result
	(Al Zahra Open Day)
	It takes about  4 weeks

	Not received appointment
	Not received appointment in last eight years (Saheli)
	Advised to see GP

	Receptionist
	Unapproachable. We complained about it and they took us off the register. Lack of understanding from all GP staff (Phoenix Project)
	

	Racism
	No details (Phoenix Project)
	Advised to make complaint if racism occurs

	Wrong Information
	1 lady was told it takes 2-3 months for results, not 4 weeks (Parents Group)
	

	Was not allowed to take husband
	Was not confident to go on my own (Phoenix Project)
	


Recommendations

Recommendations have been made from the data collated to be considered by Bolton PCT, other relevant bodies and organisations.

· Take greater steps to ensure that no women have to endure painful and traumatic experiences during cervical screening tests and related treatment. This may include technological advances relating to procedures and training for doctors and nurses. If and when advances have been made, steps need to be taken to communicate this to patients via GPs, nurses and other communication channels to alleviate the perception of painful and fearful experiences.
· ‘More user friendly awareness needs to be available for all women in all communities. Likewise, GPs and receptionists need to undertake training. Perhaps ask women to give feedback of their experiences. Word of mouth is a powerful tool compared to leaflets’.
· Utilise link workers to help overcome language barriers and encourage patients to bring friends who can help with translation.
· Raise awareness and education about cervical screening in schools and colleges embracing the whole process of cervical screening such as what support can be made available, cultural, faith issues, virginity and confidentiality issues.
· Raise issues that have arisen from the cervical screening consultation in appropriate ETAGs (Equality and Target Action Groups).
· Make cervical screening appointments available in the evenings and at weekends to overcome barriers to busy lifestyles such as work and family commitments.
· Value faith and culture in communicating the message, demonstrate that faith and culture have been valued and taken into account. For example, communicate what can be done to help alleviate loss of dignity and embarrassment through what clothes can be worn and the use of screens etc.
· Nurses GPS, receptionists to be more knowledgeable about the process so they can communicate this and what support is available.
· Communicate information about the support available more effectively. For example, women can request a female nurse.

· Reminder phone calls about appointments if possible. For example, Bolton Community Network has found that telephone reminders about events are the most effective way of encouraging people to attend.

· Explore sensitive methods of communicating the benefits of cervical screening tests to husbands and partners who may not wish women to go for tests.

· Consider presentations to appropriate umbrella faith organisations that can then help to promote the benefits through associated faith groups.

· Expand the consultation and raise awareness to the whole of Bolton.

· May need to consider methods of encouraging older women to attend screening tests. ‘The older women get they don’t want to go’.
Conclusion

Credit should be given to Bolton PCT for providing the opportunity for this consultation, being objective and flexible and having the foresight to utilise an organisation in touch with local communities to undertake this project on their behalf. The consultation has enabled women from BME communities to discuss sensitive subject matter they had not previously discussed with each other. They were able to voice their opinions, concerns and share experiences. Bolton Community Network’s Ambassadors disseminated valuable information, raised awareness about issues and helped to address a lot of concerns about cervical screening from the women consulted, putting their minds at ease
. The approach used was very sensitive, friendly, informal, safe and non threatening and welcomed by the groups consulted. Women who have not previously been for screening tests said they would attend and almost everyone consulted said they would encourage others. It is a life saving privilege for women that the NHS operates a cervical screening programme. Bolton PCT now have the potential to improve this service if they can address the barriers identified.
Appendix 1 – Reference Sheet
	Potential Barriers


	Solutions / Advice

	Not too sure if it is really relevant to me
	If you are aged between 25 and 64 you will automatically receive an invitation. Then you will be invited to make an appointment every 3 years if aged 25 – 49; every 5 years if aged 50 - 64

	Fear of the unknown
	The doctor or nurse will ask you to lie down on a couch. They will then gently put a small instrument into the vagina to hold it open so that a thin brush-like device can be inserted and wiped over the cervix to pick up some cells. The test takes just a few minutes.

The cells obtained will be transferred onto a slide or into a small container of liquid and sent away for them to be examined under a microscope.

You could also take someone with you, please ask when you make your appointment.

Regular cervical screening can prevent about 7 or 8 of every 10 cervical cancers.

	Fear it will be painful
	You may experience some discomfort, but it helps if you try and relax by taking slow deep breaths if you are tense. If it is painful you can tell the doctor or nurse straight away as they may be able to reduce your discomfort.

You are in control and can ask to stop the test anytime you want to.

But for the sake of some discomfort consider that:

Cervical screening can prevent cancer developing in approx 75% of cases.

	Fear of results being positive
	94% women have a normal result. The test may find that some women have changes in the cells of the cervix. This is known as an abnormal result, which means that the laboratory has found some cell changes that may need further investigation. Often the changes may be due to inflammation or infection. Sometimes certain medicines such as hormonal therapies (for gynaecological conditions or breast cancer) can cause changes in the cervix. For this reason, it is important to let the person carrying out the screening know about any medicines that you are taking.

When a woman is told that she has an abnormal screening test result the first reaction is often one of fear. Many women may immediately think that they have cancer, so it is important to remember that the vast majority of women who have an abnormal result have early changes in the cells and do not have cancer.

When you have the test the nurse will tell you how where and when you will get the results.

	If someone says it is painful (i.e. from previous experience)
	Stress that the majority of women do not feel any pain. If there is any pain you can also tell the nurse straight away and they may be able to reduce your discomfort.

It is estimated that Cervical Screening saves 4,500 lives a year in England

	Don’t want to be examined by a male
	You can request a female nurse when you make your appointment.

	Unsure about dignity of undressing / Invasion of privacy
	If you wear a full length skirt or cultural equivalent, you will not have to remove it. There will also be a screen all around the couch. 

	I’m not sexually active

(Implying low risk)
	The NHS cervical screening programme invites all women between the ages of 25 – 64 as it is still possible to contract cervical cancer if you are not sexually active. Only needs one sexual encounter to increase risk. Low risk does not equal no risk.

	Periods
	Make sure you get an appointment before or after your period is due. The best time is the middle of your cycle.

	Virginity
	Doctors would generally advise for women who are virgins not to take the test, but again low risk does not equal no risk.

	What if I have children and child care problems
	You can take children along, but mention your children when you arrange an appointment.

	Against my religion / culture
	Will try to obtain letters of support from is faith organisations.

	It is not allowed for anyone to see my private parts.
	State that a female nurse can be requested. Will try to obtain letters of support from is supported by Faith organisations.

	Too far to go on my own to the surgery
	This journey could actually be the journey that saves your life. You could also travel with a relative or friend.

	My husband doesn’t think it is worth me going (i.e. one sexual partner = little risk)
	Have you discussed this with him? Does he not think it is worth taking a test that could potentially save your life? He could go with you if he wished. Could you arrange an appointment without his knowledge, at least value your own life. Only needs one sexual encounter to increase risk. Low risk does not equal no risk.

	Pregnancy
	If you are pregnant when you are invited for your routine cervical screening test, tell your GP or clinic so that the test can be postponed until after the baby is born. You are best waiting 12 weeks before going for a test.

If you become pregnant and have not had a cervical screening test in the last three years, you will probably be asked to have one at your first antenatal appointment. If the test result is abnormal, you will then be asked to have a colposcopy. It is safe to have colposcopy during pregnancy and does not cause any harm to the baby. Even if you do need treatment, it is usually safe to wait until after the baby is born.

	If I have previously refused a test what will happen? (Does this mean I will be excluded forever?)
	You should still be invited to take part in the programme in the future. (Need to check wording on sample form – do all women know the meaning and implications of ‘postpone’).

	Women who have been circumcised.
	Ideally should be tested, but there may be strong cultural resistance to this. It may also depend upon the level of severity e.g. if sewn up they are not allowed to be opened up until they are married.

	I have had a hysterectomy
	Depends on whether it was a part or whole hysterectomy. If the cervix was removed the is no need for a screening test

	I have recently had an operation (i.e. immunosuppressed such as a heart bypass operation which affects the immune system also illnesses such as HIV which affect the immune system)
	The test is need in this case as the immune system is weak and may be unable to get rid of abnormal cells.


	Hearing Impairments
	Can request someone to communicate through sign language.

	Women with learning disabilities
	· The book Keeping healthy down below can be used as a resource for women, parents and carers.

· Communication with carers and parents of these women is vital in order to obtain consent for the test.

· May need to refer to GP or Health Visitor

· Women with learning disabilities are vulnerable and can be as promiscuous as anyone else. However, they may not understand exactly what a sexual relationship is.

	Single sex relationship
	Should be tested because the HPV virus could have been passed on through previous relationships and various devices.

	Language Issues
	Call us free to speak to a nurse in your language:

Arabic 0808 800 0130  Bengali 0808 800 0131   Cantonese 0808 800 0132           French 0808 800 0133                Greek 0808 800 0134  Gujarati 0808 800 0135   Hindi 0808 800 0136                   Polish 0808 800 0137                                                                                                            

Punjabi 0808 800 0138

                      Turkish 0808 800 0139               Urdu 0808 800 0140
For other languages, call the main helpline and we will link to an

Interpreter: Freephone helpline: 0808 800 1234 (Mon–Fri, 9am–8pm).


Appendix 2 – Surgery postcodes of women consulted

	Surgery Postcode
	Patients Consulted
	Surgery Postcode
	Patients Consulted

	BL1 1SQ
	6
	BL3 2HE
	1

	BL1 3RG
	6
	BL3 2JR
	1

	BL1 5PU
	5
	BL3 3PH
	16

	BL1 6AF
	1
	BL3 3QB
	2

	BL1 6AH
	2
	BL3 4LU
	3

	BL1 8BZ
	11
	BL3 4PZ
	2

	BL1 8DY
	2
	BL3 5AH
	13

	BL2 1LT
	3
	BL3 5HP
	38

	BL2 2LW
	6
	BL3 6KN
	1

	BL2 3DH
	1
	BL3 6RN
	7

	BL2 6AY
	1
	BL3 6TL
	24

	BL2 6DY
	3
	BL4 9AL
	4

	BL2 6NT
	1
	BL4 9QZ
	5

	BL3 1JF
	3
	BL5 3SF
	1

	BL3 2DU
	1
	BL5 3UB
	1

	BL3 2EG
	3
	
	


Appendix 3 – Bolton Community Network Ambassador Group Interview

From your experience could you comment on the devising process of the consultation method and how it was developed?

The training at Liverpool was useful because it provided us with very important information. It gave us an insight into the whole screening process and vital information that we needed to refer to if asked questions or incorporate into the script. It provided us with figures and statistics that we could use to our advantage in trying to encourage more women to take up cervical screening.

It was interesting to see at first hand how the analysis of the samples was done at the hospital. We explained to women that these are checked by the human eye.

The training at Bolton hospital was very basic. They showed us some of the instruments used in a cervical screening test. We learned that you did not have to have the test unless you are sexually active. However this raised more sensitive issues for us to consider such as women refusing to go for the test because they do not want anyone to know that they are sexually active.

The devising process was long and arduous, but it had to be for a number of reasons. First of all we were dealing with very sensitive subject matter. We had to learn a significant amount of knowledge about cervical screening in order for us to provide some basic advice and guidance. It was important that we all felt confident, comfortable and knowledgeable with the subject matter. We had to get it right and we wanted the whole consultation to be accessible to the type of communities we were targeting. We ran a number of trial sessions where everyone provided feedback at the end so amendments could be made to the consultation. The feedback was about the structure or content of consultation and issues that would come up that had not been previously anticipated. It was important that the consultation script flowed naturally and was flexible enough for a whole range of responses. It had to be professional and we had to communicate the health benefits of attending cervical screening tests clearly. This way of working made everyone feel valued.

During the consultation with community groups do you feel that the method worked?

Most groups seemed to actually enjoy the consultation process because it was an opportunity for them to talk about an issue that they did not usually discuss in a group, but an issue that they all could relate to. They really appreciated information we were able to tell them such as being able to take someone with them, being able to see a female nurse instead of a male nurse. Information like this generally helped to put the women’s minds at ease.

The use of visual images such as a series of pictures helped to express that cervical screening is open to all women of different backgrounds. They helped to illustrate the process of obtaining screening appointments, such as the women receiving a letter and the appointment with a nurse. It was very useful for the women to be able to see and touch the brush that is used in cervical screening appointments.

If we had just done a conventional presentation to groups, they would have found it boring and not engaged in the consultation. The method we devised engaged the participants because it was interactive. If the method had been too cold, women would have clammed up and would have not felt free to express themselves. Our interactive method allowed us to break the ice with group members, enabling them to open up feel free to speak about sensitive issues. Once one woman felt confident to talk they all joined in. Having bilingual ambassadors helped the consultation as we would often have to translate information into Urdu or Gujarati. One part of the consultation involved the women submitting barriers anonymously; this helped their barriers to be discussed freely without referring to any individual in the group. The groups were always told that any issues discussed would be confidential this helped to put their minds at ease.

The first story helped to set the scene and visually demonstrate the concept of their participation and what was expected of them during the consultation exercise.

The road map was an important visual analogy to express the journeys that women undergo when they first receive a letter inviting them to arrange an appointment, then the barriers or reasons that may face that prevent them from getting there. The barriers were visualised through traffic lights and road works, but once we had discussed solutions to these barriers we visually represented them being taken away as we removed them from the road map therefore allowing the women to move along their journey.

It was a good decision to use the names of colours instead of making up surnames which could have coincided with real names any of the women in the consultation.

Could the consultation method have been improved in anyway?

We encountered just one group where it would have helped if an ambassador could speak French or maybe teaching English as a foreign language so we knew how to express words more effectively using phonetics and hand gestures. However their ESOL tutor helped out anyway. This may be a consideration to take into account in the future for new and emerging communities.

Telling the stories sometimes would be lengthy when we had to translate them into other languages

Was there any difficulty in obtaining appointments?

There was difficulty obtaining some appointments because the consultation began just before the summer holidays and a lot of the community groups don’t meet over the summer period. We also encountered difficulties obtaining appointments as soon as the words ‘cervical screening’ were mentioned over the phone. This barrier was overcome by generalising the subject matter and asking groups if we could consult them about women’s health issues.

Our initial plan was also to try and carry out some consultation with men. The idea behind this was so that they also understood the importance of cervical screening and how it could potentially save a family member’s life. However, we encountered difficulties because traditionally it is not a subject matter most men wish to find out about as it involves the discussion of female genitalia.

Was there anything from the consultation that particularly stood out for you? 

All the women were very keen to get involved. The visual aspects of the consultation worked well. They enjoyed it because it was an opportunity for them to discuss something that they usually do not talk about. We created a friendly, fun, interactive atmosphere. The groups appreciated us actually making an effort to go out to see them.

Many women said ‘We’ll go back and tell our friends’. We certainly influenced ladies that would not otherwise go for a cervical screening test.

The barriers we remember are:

· Male doctors

· Pain

· Shyness and embarrassment

· If women had only slept with one partner they thought there was no need for it.

Any other comments?

A German lady said we don’t have anything like this in our country and was going to tell her sister about it in Germany. It makes the women feel better about going for cervical screening tests.

When we were all learning about the subject we all felt embarrassed about having to go out and talk about it. Now we would not give it a second thought.

Maybe we could tell women from countries of different origins, how much the consultation would actually cost in that country and how much it would it cost here.

A few 16 year old girls ended up being involved in one consultation and said that they have things such as sex education in schools but do not have anything about cervical screening. This would be very useful.

Some of the pictures we used from the story book could be put upon the walls in doctors surgeries.

We need to do this in others areas such as Halliwell and Crompton

Would it be possible to try this kind of consultation at the surgeries? E.g. patient groups?

Need to get the message across to the whole of Bolton.

We used a good method of consultation and a lot of the information will spread by word of mouth.

Could this be done with more help from other agencies such as faith organisations; Asian mills (would their employers allow them?); Schools – getting parents together and children with guest speakers; attach consultation workshops to community events but need to be in a venue with a separate room. We should carry on and do it with the wider community including the White British community as there will be similar barriers.

� See appendix 1 – Reference Sheet


� Keeping Healthy ‘Down Below’, Sheila Hollins and Jackie Downer, illustrated by Beth Webb


� Appendix 2 documents the number of women consulted belonging to each surgery.


� Appendix 3 provides an account of the consultation from the Community Network Ambassadors perspective.


� Excludes postcodes outside of Bolton and unrecorded postcodes.
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