CANCER SURVIVORS’ GROUP 2009-2010
The Cancer Survivors group was piloted initially in October 2008. The success of the pilot ensured that the 2009-2010 group was as successfully feasible. This report provides the outcomes and the success of the group.

The group is led by the lead clinical psychologist in palliative care and oncology and site specific clinical nurse specialists dependent on the patients referred. The 2009-2010 group consisted of clinical nurse specialists from breast and colorectal sites.

In October 2009, 14 potential cancer survivors were referred into the cancer survivors group:

10 patients were referred from the breast cancer site (all ladies)


3 from colorectal (2 male and 1 female), and  


1 female from gynae 
The pie chart below illustrates patients initially referred to the group:
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Initial referrals to Cancer Survivors Group from site specific teams

Breast

72%

 Colorectal

21%

Gynae

7%


Overtime, we had 9 consistent attendees with a dropout rate of 36%. 1 was inappropriately referred (colorectal), 1 was attending for carer (colorectal), 2 could not cope with groups (breast ladies), and 1 had recurrence (breast).
The pie chart below illustrates the actual uptake of patients from site specific groups:
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Actual uptake by site specific patients for Cancer Survivors Group
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11%

Gynae

11%


The group ran over 8 sessions including follow up 2 months after the completion of 7 professionally led sessions. All patients were given a Hospital Anxiety and Depression Scale (HADS) to evaluate the outcome of the group so they all completed the HADS prior to beginning the group before the first session and then at the end of the 7th session. The HADS were also completed at follow up to determine effectiveness of the group at a 2 month follow up.  The contents of each group were also qualitatively evaluated at the end of each session. 

The table below presents the content of each session alongside the qualitative feedback gained:

	Session 1
	Patient experience of diagnosis

Why me?  Finding meaning

Emotions

Living with uncertainty

Abandonment issues



	Organisation/Venue


	· Very good venue, staff very friendly and informative, puts you at ease
· Very good, first class I have been to.



	Content


	· Felt at ease with the group, was very good to release emotions you can only share with others who have been through it.

· I have enjoyed the class and will come again.



	The strengths of this day

	· Talking to others who experience similar issues without having to pretend I’m fine.

· Meeting people with the same problems.

· Realising I’m not on my own.

· Get on with other people.

· Talking with other people with the same problems.

· Meeting with other people.

· Meeting people that are going through emotional and physical issues associated with cancer diagnosis.

· Very good.



	The day could have been improved by


	· The provision of water (as well as coffee).

· Not applicable.

· None



	The day is useful to me in the following ways


	· Reassurance, it’s ok to be the way I am right now.

· Giving of information.

· Helping me to cope, and accepting what I have been through.

· Not feeling alone.

· Being able to talk through the different problems.

· Feeling more at ease, realising people are feeling same emotions, pain and feeling.



	Any other comments or suggestions


	· Evening session would be better as I work full time.

· Helps to talk without burdening your family.




	Session 2
	What is pain

Fatigue and cancer

Feelings you may have

Diet, exercise and sleep when coping with fatigue

Role of Complementary therapies – Rachel McGuiness



	Organisation/Venue
	· No Comments



	Content


	· Find it’s helpful to meet people and able to talk through your problems.

· Enjoying coming here and talking to patients and staff.



	The strengths of this day 


	· Very good as we were able to join in the discussions.

· Discussing everything in a group.

· Helpful to meet and discuss.

· Realising others suffer with the same.

· How to deal with fatigue/pain, group sessions able to discuss various issues with fellow survivors.

· Discussing complementary therapies on offer, advising the breast care nurses that

· we need things explaining in more detail after diagnosis as we may not take it in at the time.

· Gaining information and knowing you are not alone.

· Meeting others helped me a lot.

· Finding out that others have the same symptoms as myself (1 year on +).



	The day could have been improved by

	· No Comment

	The day is useful to me in the following ways


	· Helping to realise that everyone here are all in the same situation as yourself.

· Talking to others who understand how I feel.

· Accepting my pain and fatigue is normal. 

· Talking to other people and recognising that they have similar worries, aches, pains, etc as me.

· Group work, literature issued and the general information, all the staff are very helpful and understanding of our conditions.

· Coming here and meeting others is most useful to help me move on.

· Networking with not just professionals, but other ‘survivors’.



	Any other comments or suggestions


	· Fewer biscuits x big temptation.




	Session 3
	Assertiveness training – Arlene Dunn

Communication

Self esteem and confidence issues


	Organisation/Venue


	· No Comment

	Content


	· I am happy with everything that is being done for me.

· Really enjoyed this session.

· Very good I am learning a lot about myself and my self esteem.



	The strengths of this day


	· Feeling better about myself.

· Being open minded and able to talk about one self.

· Everyone was able to contribute and put their thoughts and feelings across.

· To improve my assertiveness approach.

· Ways of saying no.



	The day could have been improved by


	· Needed more time.

· Being longer.

· More time.

	The day is useful to me in the following ways


	· Meeting with the group.

· Will help me be more assertive without worrying about upsetting people.

· Both professionally and personally.

· Helps in personal and professional life.



	Any other comments or suggestions


	· No Comments


	Session 4
	Sex, relationships and Cancer - Dr Darja Brandenburg

Role changes, relationship issues, Body issues

Lymphoedema Nurse - cancelled


	Organisation/Venue


	· No comment

	Content


	· The booklet issued to the group will be very useful to take away and read at our leisure.

· Good for everyone concerned.

· Despite the sensitive nature of the session it was delivered with great openness.

· Very useful meeting.

· Lots of information not really thought about before.

· Very interesting discussion found very helpful.



	The strengths of this day


	· Meeting with the group and seeing the professionals again, and having the opportunity to discuss issues.

· This was not really my issue as I am past this stage but was put over excellent for people who really need this issue.

· Realising my symptoms are common.

· Tackled a very difficult subject – felt we could talk openly without embarrassment.

· Good.

· Being able to talk openly.

· Finding out that my symptoms were being experienced by others.

	The day is useful to me in the following ways


	· Talking with the group and discussing our problems.

· It will improve my relationship with my husband due to better knowledge.

· Good to talk about this subject with professionals and with each other.

· Talking about issues I would not normally talk about.

· Knowing potential and actual problems occur with others and finding techniques used by others to cope.

	Any other comments or suggestions


	· The staff are very helpful


	Session 5
	Mindfulness – Dr Anthony Schwartz

Coping with chronic illness

Care partners also need to take care of their own self

Emotional effects of cancer


	Organisation/Venue


	· No Comment

	Content


	· Very helpful to focus and relax.

· Found interesting and helpful.

· Excellent presentation – will implement some of the presentation in my life.

· Really enjoyed this session, got a lot out of it.

· Felt more relaxed after session, but did not realise how much I take on board, could need help with letting go.

· Enjoy listening helped with anxiety and stress, learnt a lot.



	The strengths of this day 


	· Able to discuss openly within the group.

· Breathing techniques – will definitely use these.

· Realising my thoughts are also felt by lots of people.



	The day could have been improved by


	· Pre-day information.



	The day is useful to me in the following ways


	· As an aid to positive thinking.

· Mindfulness – what a great subject.

· I do try to take on everyone’s problems, need to focus more on myself.



	Any other comments or suggestions


	· No Comment


	Session 6
	Coping with stress and anxiety after cancer

Thinking errors

Physical Activity Trainers – Walsall Community Health


	Organisation/Venue


	· Good car parking and room facilities, room felt spacious.

· Always lots of very useful information and good atmosphere.



	Content


	· Very useful meeting.



	The strengths of this day


	· Encouragement to movement.

· Very good as you can vent out how you feel about yourself and listen to other people’s comments.

· Doing the exercises was incredibly motivating.

· Very helpful phone numbers to get more help with exercises and healthy eating.



	The day could have been improved by


	· No Comment

	The day is useful to me in the following ways


	· Meeting people with similar health problems and the information which as been given to us.

· We are hoping to set up a walking group.  Hope to go on a healthy eating/cooking course by NHS.

· We are now organising our own walking group.

· We were making plans to have a walking group within our group

	Any other comments or suggestions


	· I think it would be good if the time could begin at 10.00 or 10.30 to enable you to have time to travel.




	Session 7
	Support groups and additional resources – 

Kaz Kaur (Finances), Margaret Wood (PACT)

Taking control

Living with uncertainties

	Organisation/Venue


	· No Comment

	Content


	· Everybody should have benefitted from this session today.

· Learnt a lot from other people at the group.



	The strengths of this day


	· Discuss how everyone in the group had moved forward since first session.

· Very useful session.

· Very good.

· Enjoyed it very much.



	The day could have been improved by
	· No Comment

	The day is useful to me in the following ways


	· Able to discuss various benefits.

· What benefits are available.

· It takes me out of myself and give me a more outlook on my life.

· Benefit advice/information very informative.

· Talking to other people.



	Any other comments or suggestions
	· If I have a problem I can ask at the group.



	Session 8
	FOLLOW UP



	Organisation/Venue


	· Pleasant venue for the group



	Content


	· Very useful to meet and discuss with the group. 

· Perhaps group could include more bowel cancer patients.

· I like to meet other people it makes me feel ‘stronger’.  I enjoy coming to the group.



	The strengths of this day 


	· Very good to the effect that you do not feel that you are alone as other people are in the same position as yourself.

· Being able to discuss various issues within the group.

· Good and open meeting.

· Seeing everybody, enjoy coming.



	The day could have been improved by


	· No Comment

	The day is useful to me in the following ways


	· Contact numbers and names for future assistance.

· Meeting up with the group.



	Any other comments or suggestions


	· I wish the group could continue.  

· Nice to have phone numbers of others in the group so as we can meet up again and ‘talk’




Qualitatively the group evaluated well as reflected by the feedback given. Quantitatively, also, the group evaluated well as reflected by the pre, post and follow up outcome measures on the Hospital Anxiety and Depression Scale (HADS). The graph below illustrates the changes made by each patient on levels of anxiety:
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Each patient’s anxiety levels were reduced throughout the group although patient 3 maintained their anxiety levels at the same rate of 8. It must be highlighted that the cut off’s for the HADS scores are as follows:


0-7 score is interpreted as being Normal

8-10 is interpreted as being Mild


11-14 is interpreted as Mild and 

15-21 is interpreted as Severe. 
Patients 2, 4 and 5 follow up scores are indicated as 0, however that is because they did not attend follow up. Patient 4 had scored as severe on their pre anxiety levels, however their post score although displayed as 0 is not correct as they did not attend session 7 or follow up to determine levels of anxiety. Patient 4 has since been referred to the psychology service for 1:1 psychological support. However every other patient has managed to score below 9 which is interpreted as Mild on anxiety.
In terms of depression, the graph below illustrates the pre and post measure:
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The cut off scores for the depression scales of the HADS remains the same as the anxiety so 

0-7 score is interpreted as being Normal

8-10 is interpreted as being Mild

11-14 is interpreted as Mild and 

15-21 is interpreted as Severe. 
On the depression scale again each person’s score is below the range of 8-10 which is interpreted as Mild. Again, patients 2, 4 and 5 follow up scores are indicated as 0, however that is because they did not attend follow up. Patient 4 is the same patient who did not attend sessions 7 or the follow up and has been referred for 1:1 psychological support. 
The overall evaluation of the group was summed up in the final qualitative feedback which is outlined below:

What was your overall impression of the group – why?

· Very useful, because I found others with the same problems (ones I thought were just me).

· The overall impression of the group is good for everybody concerned as it gives the people a chance to express their inner most feelings which they probably cannot express their feelings to loved ones who would probably get upset knowing how they really feel.
· Best thing was the feeling of togetherness and sharing our stories. I love coming there as it is something I really look forward to. I really enjoyed these meetings and wish they were not ending.

· Really enjoyed meeting up with fellow survivors. I found that it helped to be able to discuss as well as listen to what is on offer to help you re-adjust your lifestyle.

· I was a little unsure of the group at first, but found over a period of time – once people had ‘opened up’ that what I had been feeling was common. It helped a great deal to openly discuss our feelings, problems and anxieties.

· Very useful, listening to other people in the same situation was helpful.
Which session did you get most out of – why?

· First session – mainly due to my mind set.

· The session I got the most out of was the first, being as everything at the beginning was very raw and emotional and then to see how the overall events following saw everyone come onto a level and relay better in one anothers company.
· 2 or 4 sessions ago, but I prefer them all.

· I found that the assertiveness session was so helpful, as it put into perception what is required in a day for coping with your life. When to say yes and no so that you can try and get your life back on track.

· I personally found each session useful in some way, but enjoyed the ones where you had ‘guest speakers’.

· Session 2 – I realised what I was feeling was normal and was the same as everyone else.
Which session did you get least out of – why?

· I got the least out of this session was the physical activity because of the way I am at the moment although it was alright for the people who were up on the floor I felt left out of it because I couldn’t do it.
· I liked going to all sessions.

· Sex, relationship and cancer. I found that I did not achieve anything from this session. Maybe it was because being single and living alone.

· Again – I found parts I really liked, and some I was not so keen on in each session.

· Session 5 – not in a relationship at the moment.
How can we further improve the future group?

· I don’t think you can improve on anything because it covers virtually everything outsiders that come in need to have a little more time for their views to be heard.
· N/A I think these meetings are perfect and comforting.

· Although the group is at its early stages of being set up and running, perhaps a mix of different type of cancer patients and both male and female patients would be more beneficial.

· The only thing I can think of is to ensure there is a wide range of cancer experiences – breast cancer sort of took over and it was interesting to hear how others had dealt with their type of cancer.

· More sessions in the evening.
Would you recommend this group to other patients?

· Very much – valuable in all aspects to gain confidence.

· I definitely would recommend this group to other patients as it gives people time out to express their feelings their doubts and fears out into the open and share it with other people.
· Yes definitely!!

· Yes I would, as it is interesting to hear and learn what is available for patients to cope with this life changing situation that you find yourself in.

· Yes – without hesitation. Keep up the good work all of you. I think everyone who has been through cancer should be offered these sessions – I am so glad I was given the change.

· Yes.
Both qualitatively and quantitatively the group is a success although the patient numbers attend the group could increase. However it should be remembered that this is a group of cancer survivors who may continue to experience physical ill health and this may account to the initial drop out rate of 36%
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