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Section 1: Background

Why we started this project

In 2006, Outside the Box met women who harmed themselves and women who were worried about friends who self-harmed. Their ages ranged from their 30s to 50s, and they lived in several parts of Scotland.  They all described good experiences, when people in the NHS and in other services had treated them with kindness and were sensitive to both their physical health and their mental health needs.  They also all described times when they had bad experiences at A&E or at other services.  

In each place, people had looked for specialist advice and support for adults who self-harmed but had found little or no information.  Some people had asked about services and been told it was not a current priority for their NHS Board.  The reasons they had been given included a lack of need or demand, as self-harm was thought to be an issue mostly for young people.  

In some parts of Scotland there are specialist services or advice and information which is aimed at younger people, but 21 or 25 is set as the upper age limit for referrals to the services. There is also written and web-based advice and support, but the sources the women we met knew of were also aimed at younger people. 

About this project and this interim report

The people we knew wanted to find out whether other people in Scotland who were aged over 25 were also self-harming.  They wanted to hear about other people’s experiences – where do they get support? Did they have good experiences of care from services, which can get replicated elsewhere?  Did they have poor experiences?  What would make the care and support better, or more accessible?   They were not looking to establish the exact numbers of people in Scotland who self-harm – just to establish if it is more than a handful of people.

We decided to do this first stage of gathering information through an on-line survey, as a way of reaching people in many places quickly and ensuring complete privacy.  We sent information about the survey to groups which were likely to be in touch with people who were self-harming such as mental health user groups, recovery networks and other organisations and people who had, or might have, an interest in the issue.

The project was featured in the news section of the Outside the Box website and in the updates which are sent to a wide range of people and organisations.  The Scottish Recovery Network also had information about it on their website.

We sent out posters and postcards, which directed people to the website and the survey. We asked the people we contacted to put these in places where people would see them.  We also asked people to send on the electronic information about the survey to any friends or colleagues who may be interested.

The people who responded to the survey heard about it from the full range of sources, including a web forum/chat room and support staff from several organisations telling the people they support about it. 

The survey invited responses from 

· people who were, or had been, self-harming

· people who support someone who is self-harming 

· professionals who work in the field of self-harm.

Some people responded who did not come into any of these groups, but who wanted to comment on the need for good information and support.

The survey ran from 2nd August to 8th October.  The first responses were received within 20 minutes of us sending round the first email to say that the survey was available on the website.

In all, we received 84 responses.  Most were through the on-line survey.  A few people printed off copies for friends or people they supported to complete by hand and post in to us.

This interim report describes what people told us through the survey.  

The second stage of this project is to reflect on what people have told us and on what future action would be most helpful.   This is happening through several routes.

· We are sending the interim report out through the initial contact routes, in case people want to read it and send back comments and ideas.

· We are holding a workshop for people who are interested in this topic.  This will have information about other sources of support for people who self-harm or action people are taking to raise awareness about the issue. The main focus will be to develop suggestions on what can be done next and how people with an interest in self-harm think the report should be disseminated.

The final report from the project will include the experiences and ideas from both the survey and the workshop.  

We are aware that the responses described in the report may not be typical of all the people who self-harm. For example, using an on-line survey means that we were less likely to reach older people and people who do not have easy access to the internet, while distributing the information about the survey through mental health networks means that we have not reached people who do not have current contact with this sort of service or group. It is a written survey and is not as accessible to people for whom English is not their first language and people who are not confident about their literacy skills

The report does fulfil the aims of the people who first asked the question: are there other people out there who are adults and who are self-harming? We hope that the report prompts people to reflect on the issues that the people who have contributed to this project are raising.

If other people would like to use the report  as a starting point to gather the experiences and views of other people, or to help them begin to talk about their experiences and what supports will help them, we would be very pleased to help them do this.  We will also be keen to hear about the points that people in your area or group raise and any action you take.

About Outside the Box

Outside the Box provides community development support to people and groups who tend to be marginalised.  Over the past 4 years we have worked with people who live with mental health problems, learning difficulties or other disabilities, with older people, younger people and with families.  We are also working with people to explore ways for them to have more say in the matters that are important to them.

There is more information about what we do on our website:  www.otbds.org
Thanks

We would like to thank all the people who have contributed to this project:

· The people who completed the survey.

· The people who passed on information to other people and encouraged and supported them to take part.

Section 2: About the people who took part

People’s personal circumstances

We heard from 46 people who told us they did self harm (27) or used to self harm (18).  Five of them also support someone who self-harms.  Six people were also a professional working in the field of self-harm.

We heard from 41 women, 4 men and one person who described themself as genderqueer.

The ages of this group of people ranged from under 25 to over 55.

· 2  people were aged under 25 – and we have included their responses in this report

· 27 people were aged 25-34

· 10 people were aged 35-44

· 5 people were aged 45-54

· 2 people were aged over 55

· 1 person did not give their age.

Most people were working.

· 20 people were employed full-time

· 7 were employed part time

· 2 people were self-employed 

· 1 person was employed but on long-term sick leave

· 7 people were unemployed

· 5 people were students

· 2 people were homemakers

· 2 people were retired

· 1 person was a volunteer

· 2 people were doing several roles.  

Later we asked people about participation in mental health user groups.  9 people said they were involved, and most of them were very active in that role – being on the committee for the group, being a member of the formal service planning groups, doing work to raise awareness about mental health and well-being in their local area, and/or starting and being part of self-help or peer support groups.

We did not ask people if they were carers for someone else, but several people mentioned that they were a carer.

At various points, people commented that the roles they have in their lives have a bearing on how they cope, and so on their self harm.  They also felt that the contributions they make tend to be overlooked.

“I try to remember the coping strategies, but sometimes I cannot take the time.  Life gets pressured with work and caring responsibilities.”

 “They [hospital staff] only see the injuries and they treat me as someone who cannot cope.  I’m holding down a job that I do well and looking after my children.  I have friends and am part of my community.  But that gets disregarded.”

30 people said they did not consider themselves to be disabled.  2 mentioned having mental health problems which other people saw as a disability. 

15 people did consider themselves to be disabled.  Several people mentioned a mental health problem or a personality disorder as their disability: for 2 people this was alongside other health problems.  The other illnesses or conditions people listed were:

· ME (3 people)

· Epilepsy (2 people)

· Sensory impairment

· Learning disability.

Most people were Scottish or British.  7 people gave other descriptions of ethnicity and/or nationality in different ways:

· Asian, or Asian/Scottish or Asian/British (3 people)

· Mixed ethnic background (3 people)

· Irish (1 person).

We asked about people’s sexuality, because we know from other research studies that self-harm is an issue for some people in the LGBT communities.    A third of the people who took part described themselves in this way.

· 8 people are bisexual

· 1 is a gay man

· 6  are lesbian/gay woman

· 29 people are heterosexual

· 2 people said they prefer not to say.

We also heard from 10 people who support somebody who self harms.  5 of them also had personal experience of self harm.  We did not ask about the relationship with the person who self-harms, but from the information people gave the people who took part are mostly partners, relatives or friends of people who self harmed and a few support workers and other staff who feel they are not experts around self-harm.

We had responses from 31 people who are professionals working in field of self harm.

· 5 people also self harmed, or used to self harm, themselves

· 2 are supporting someone who self harms.

Their experiences of self-harm

The people who self-harm, or used to self-harm, told us how long they have been doing this.

· 3 people have been self harming for 5 years or less

· 11 people for 5-10 years

· 15 for 10-15 years

· 5 people for 15-20 years

· 7 people have been self harming for over 20 years.

People could tell us how they harmed themselves, if they wanted to.  33 people did give this information.  Most – 20 of the 33 people – described several ways of hurting themselves.

· The most common method was cutting, which 28 people did or had used. 

· 11 people hit or scratched themselves

· 9 people burned themselves

· 8 people took overdoses or swallowed substances that they knew would be harmful

· 4 people hit themselves against objects such as walls

· 4 people used food in some way, such as binge eating

· Drink, drugs and risky behaviour were each mentioned by 2 people.

The relatives and workers who responded described the same range of ways in which the people they know harm themselves.

“I use cutting as a way to cope with extreme distress, it calms me down.”

“Cutting in response to auditory hallucinations.”

“I no longer self-harm, but still have the urges.  I used to cut, burn and hit myself.”

“Cutting, skin picking, small burns (e.g. with cigarettes), a couple of overdoses without suicidal intent.”

Whether people see self-harm as a mental health issue

We asked people if they considered their self-harm to be a mental health issue.

· 29 people said yes – but some were very clear that it was about mental health and well-being rather than always part of a mental illness.

· 7 people were not sure

· 2 people said no.

“I don't think self-harm is a psychiatric issue but it is definitely a mental health issue.”

Section 3: Contact with friends and family

People’s contact with their families

We asked people if their families knew if they self-harmed.

· 24 people said their family did know that they self harmed.

· 12 people said that their family did not know that they harmed themselves.

· 5 were not sure if their family knew.

· Often people said that one person – usually their partner but sometimes someone else – knew but others in the family did not know.

“I can’t speak about things that trigger behaviour to my family.”

“I have had support in the past but if it happens now I don't talk to them about it. I think they think I no longer use it.”  (someone who has self-harmed for 10-15 years)
Of the people whose families knew, 12 people got no or very little support from them.  8 people did get support: emotional support and/or practical help in dealing with injuries.

“None, I tried to keep it from them, we didn't discuss it.”

“I am a single parent.  My daughter is supportive and does not draw attention to my self harming.”

“Little from my family as it is a taboo subject.  My partner is brilliant though. Very supportive and understanding.”  

“My partner will dress and clean the cuts and then talk things over if I want to.”

“I can talk to my family when I need to.”

The relatives who responded to the survey said they try to be understanding, and to help the person get the care they needed in the way that they wanted.

“Offer understanding, as best we can.  Let her know that we are beside her and we love her.”

“Just be there for him.”

“We try to make sure that one of us goes with her whenever she needs hospital care.”

People’s contact with their friends

We also asked people if their friends knew that they self-harmed.

· 27 people said their friends know.

· 8 people said no, their friends did not know.

· 6 people were not sure if friends knew or not.

· 2 people each said they have one close friend who knows.

“I am too ashamed to tell them because I have a good job and they see me as being really good at things, which I think I suck at.”

“I have described the circumstances to one friend.  He is a skilled listener so that has been the support.”

“None for that, but friendship is important as it makes me feel better about myself and life and therefore can support me not to self-harm.” (someone who is not sure if friends know)

“Some of them know - some of them don't.  I find it hard to ask for support.”

“I confided in 2 close friends, both of whom were supportive and non-judgemental.”

“Encouragement to resist the urge; friendly listening ear.”

“A little. Although they try and listen they don't understand.”

“My close friends are fantastic and we are a support for each other, helping each other through difficult times.  Less close friends are aware of my self-harm but I do not talk to them about it.”

“Having friends who understood would be great benefit for my daughter.”

Section 4: Contact with services

Contact with A&E and general hospital services

We asked people how often they had attended A&E over the past year as a result of self-harm.

· 24 people said less than 5 times. 

· Only one said they had attended more often in the past year.

People usually went because their cuts were deep and needed stitched or there was another injury which they could not treat at home.  Some people explained this was not intentional – they had not intended the injury to be that bad.

11 people had never been to A&E at all.  In each case, this was because they thought they would have a bad experience, or because they were afraid that they would be detained in a psychiatric hospital.  

“I made sure I never had to attend A&E - I always tended to my wounds myself, including ones that probably should have been stitched, but there was no way I was taking the risk of going to A&E.”

“I have never attended A&E, never harmed badly enough and would have been very reluctant to get help if I had - would be frightened of how I would be treated and also felt that I had no right etc.”

“I was taken by my Support Worker in conjunction with GP in an emergency.  Otherwise I wouldn’t have gone.”

“I never go in case they section me.”

We asked people whether they thought they were treated respectfully at A&E.

· 15 people  said yes

· 9 people said no.

These are some examples people gave of being treated respectfully or without respect. Often, people contrasted good and bad experiences

“Recently my treatment at A&E has been good.  It has been really awful in the past where they wouldn't stitch me up properly and tell me things like I was a waste of time etc.”

“I got very upset as it was the first person in authority I had told about my problem, and who had seen it.  They were very understanding and calm and did not make me feel any negative emotions.  They certainly did not condone the behaviour, but were very respectful in their treatment of me.”

“This time I was well treated, also acknowledgement that I needed more immediate help than just being patched up.”

“The A&E consultant of my local hospital has been great and made arrangements to make sure I get continuity of care.  He also stated that it did not matter how many scars I already had, each injury should be treated as carefully as possibly to promote good healing and reduce scarring.”

“This time I was seen quickly and treated with respect.  On previous occasions I have been left to wait in front of everyone.”

“Just a feeling that they don't care - like being in a factory where I am processed as quickly as possible.”

“Staff were rude and I heard them saying that they are sick of 'people like that' wasting their time.”

“I have left departments feeling so dreadful from the verbal abuse I've received from doctors and nurses that I've subsequently harmed again.”

We asked about the quality of treatment at A&E.  

· 16 people said they were treated well

· 8 people  said they were  treated badly 

· Mostly, people linked being treated well and with respect, but 2 people thought they had good technical care but were not treated with respect.

The main examples of being treated badly were:

· wounds being stitched without an anaesthetic spray being used

· no opportunities to talk about what had happened

· poor treatment that resulted in infections and/or greater scarring.

Relatives and workers described a similar range of experiences.

“Hospitals tend to treat one aspect of her needs but ignore others and ignore the self-harm and reasons for it.”

“I think that because he is a man the hospitals assume that his injuries are from an accident, or a fight, or whatever.  Sometimes he tells them what has happened and the attitude changes immediately.  He’s never been offered an opportunity to talk about it.”

“Last year I drove her to the hospital and it was not good.  I wondered what it would have been like if she had not had someone with her as a witness.  Next time we went to another hospital and it was very different.  We were treated with respect, good quality of care, they asked what had happened to cause the injury and when she explained they asked if she had someone she could talk to about it.  Why can one place get it so right and another get it so wrong?”

“I was angry and distressed that other members of a caring profession were treating someone in that way.  I didn’t know what to say or who to go to.” 

“Our service has a good relationship with the local hospital and health centre.  I think that has helped staff there give a good response to the people they care for when patients self-harm.  I certainly hear good experiences now from the people I support – which is as it should be.”

Care from GPs and the primary care practice

We asked people abut their experience with their GPs around their self-harm.

· 16 people said had good experience, especially with their current GP.

· 9 people mostly had poor experiences.

7 people said that their GP does not know that they self harm or they do not go there for help.

People with good experiences often mentioned how these have improved over the years.   Some of this group had good support for their own GP but not from others at the practice or from out of hours GPs.

The people who had good experiences often commented on the practice as a whole, as well as their GP.

“Quite good.  My practice nurse is excellent and always willing to help me take care of my wounds.  Although my GP doesn't talk about it much with me, when he does he is very non judgemental.”

“G.P is supportive towards my mental illness but has never put me in touch with agencies that would help with self-harm. I was only offered support after taking a serious overdose and being admitted to hospital.”

“Very understanding and knowledgeable.”

“Supportive and understanding.”

“Not really supportive or clued up to it.  It would be nice if GPs were a little more informed.”

“My current GP is absolutely fantastic.  He never demands to see my injuries.  Asks if they're healing ok.  Trusts my judgement and will provide antibiotics if I require them.  He makes me feel safe and I fully trust him regarding my self-harm.  He has on many occasions been appalled by the treatment I've received and that he has subsequently seen the results of, following my attendance at A&E/Minor Injuries Departments.”

“They have been very supportive. They offer me regular appointments to keep a check on how things are going and are good at trying to help me find other ways to cope.”

“I don’t really tell them I self harm.”

“I self-harmed for over 10 years before I ever let a doctor know I did such a thing. When I did my GPs were supportive.  But I'm not sure how it would have been if I had gone to someone earlier. “ 

“Over the last forty years I had to cope on my own. GPs were not the best source of help. I got observations such as ‘Give yourself a good shake’.”

“I would prefer to be treated by my GP than by A&E.”

How people would like to be treated

We asked people how they would like to be treated by their GP or at A&E.

 “Without being judged.  Being offered to talk to someone but also being able to decline.”

“I wish that my GP had tried to put me in touch with support before my self harm reached such crisis levels.”

“I was treated very fairly and with a great deal of respect at both my GP and A&E. I think that is the best way to treat people - I was not ordered to stop harming and was not made to feel that I didn’t matter.”

“With patience and understanding.”

“Like anybody else with any presenting condition.  Without value judgements being made about me.  I would like people to accept that it's not a cry for help or a ruse to gain attention, it's just a way to cope with things, and I think I do that quite well.  It seems less socially acceptable to harm yourself than to inflict great suffering on others.”

“Taken seriously, listened too, and real understanding of how desperate I feel.”

“With respect.  I appreciate that self-harm makes many people feel uncomfortable but I don't challenge other people on their coping mechanisms and judge them by initial appearances.”  

“I want my injury to be treated appropriately.  If I could have managed the wound at home I would not have presented at hospital.”  

“With respect just like any other patient.  If there is a Liaison Psychiatric Nurse at A&E then patients should always been seen by him/her.”

 “I would like someone to listen to me mostly. I would like to be able to just tell them what I feel is relevant rather than answer lots of questions. I would like someone to follow up rather just leave me at the end of it. I do not want to be judged if I have self harmed. It is my choice and if I've turned to it I would want the person treating me to see how much pain I must have been in to do that.”

“Calmly and with respect.”

 “Gently”

Contact with mental health services

Most people had received mental health services.  They listed a wide range of people who had provided services to them and treatments they had received.  They also described examples of care which had been helpful and aspects of services which were not helpful in relation to their self-harm.

“I have received support from my GP and a psychologist, both which have been very helpful.”

“Staff who accepted me and where I was at, rather than focussing on what I was doing.  They helped me to move on.”

“There was a nurse in an inpatient ward who understood that my self harm was my way of getting some control in an otherwise intolerable situation.”

“A therapist who has worked with me for over 2 years to help me manage what I am doing and get to the root of why I am in such distress.”

“Support workers who helped me gain the emotional awareness to move away from relying on self-harm to inner strength and resourcefulness. “ 

“I have good support from a Community Mental Health Team - but took a long time to get it.”

“Psychiatrists tended to be dismissive. SHOs changing every 6 months does not help.”

“I have a very good GP who is very understanding and supportive.  My psychiatrist is supportive and discusses issues with me.  I did undergo CBT a few years ago and that helped tremendously.  Although I still self harm, I am not as quick to use it as I try and work out what thoughts are bothering me and do something about them.”

“There was one CPN who really understood, worked with me.  But I think she had a hard time from her colleagues who thought she was encouraging or condoning my self harm, even though she wasn’t.  Her standing by me in that way and believing in me was something I really appreciated.”

“I have a support worker who I get on well with, feel she sees me as a person and is able to support me in the bad times while reminding me of my good times, strengths, never belittles me.  I also get help from another project which is not specialist mental health, but staff have good training and attitude and they are supportive.”

We asked people about the support they would like to receive from mental health services.

· 8 people said greater understanding of self harm among mental health staff

· 6 people said easier access to the existing services  (shorter waiting times, times that crisis support is available, flexible lengths of access to services rather than set periods of discharge)

· 6 people said more choice and control for the individual person around their care and developing their coping strategy.

Other responses were 

· More specialist support for adults who self harm 

· More focus on prevention and early support 

· More services in rural areas 

· Help in addressing issues from childhood 

· Place that is safe to take a time out or a break

· Help with social engagement or being part of the local community 

· More services led by service users

· More information about self-harm and signposting to further reading/information.

“More flexibility and input into my own treatment.”

 “Understanding, and be taken seriously as to how desperate one feels that one has to self-harm.”

“I would like someone to talk to but, I couldn't talk with anyone from my community.”

“It would be good to have more information about how to deal with it and be able to share with other people - to feel that you are not alone.”

“More help on telling friends and/or family.”

“Psychiatrists and GPs having a better understanding of self harm.  Doing more than saying ‘just stop’ and increasing the medication.”

“Easier access to the services that are there.  Not waiting a year for an appointment to talk to someone.  The same level of crisis support as people in other areas have.”

“I would like to see more advocacy.”

“Access to a self-support group.  Somewhere to get practical medical help without criticism or a load of questions or the risk of being sectioned.”

Section 5:  Sustaining support

The best sources of support

We asked people who, in their experience, offers the best support?  37 people offered their experience.

· 23 people said friends or family – often a particular person.

· 12 people said professional staff: therapists, support workers, CPN. 

· 1 person said someone else with experience of self harm

· Samaritans, on-line chat room and literature about self harm were each mentioned by one person.

· 3 people mentioned more than 1 source.

“Probably my closest friend as I can trust her without overly alarming her.”

3 people said no-one.  Each of these people said that friends and family did not know that they self harmed.

Most of the relatives and workers did not comment on this question, but those who did said that friends who understood and accepted were the best long-term source of support for most people who self harm.

Support for the people who provide the support

We asked people what would help support the people who support them.  People gave suggestions and commented on the needs of their friends, relatives and staff who supported them.  The main themes were:

· information about self-harm, with a view to raising awareness  for those individuals and/or to change wider attitudes

· support for friends or relatives around their feelings 

· respect for the person’s role as a carer or supporter from services

· recognising that it was hard when someone who self-harms cannot be open about it to the people who care about them

· resources for staff, including them having enough access to advice and support.

“More information and awareness about self harm and getting away from the idea that it is attention seeking and 'normal' people don't do it.”

“Probably if I felt comfortable enough to be more open.”

“I know it is hard for them.”

“Greater knowledge of why older people self-harm as it is often seen as an issue that affects teenagers.”

“If someone outside the situation explained a bit to them outside a crisis situation, and if it was recognised that they know more about me than any professional ever will.”

“Improved understanding of what self-harm is, what it means and what are potentially helpful ways to respond.  They could probably also do with some support to deal with their own reactions to what is happening.”

“Finances, resources and more staff.”

“More awareness in general that self-harm does not stop at 25, that even if someone has stopped self-harming that the feelings and urges may still be there.”

“Seeing it as a means to cope but it is only one part of who I am.”

“A place to talk about how supporting me affects them.” (person who gets support from both her family and friends)

“More support for them from medical staff when they are with me having to present at hospitals.  An open forum for them to be able to talk about their experiences of "mopping up" following episodes of self-harm.” (person with support from family and close friends)
“Somewhere where they could go to discuss living with a self harmer.  More support as a carer from services.” (someone who gets support from partner)
Section 6: Coping strategies and information

Access to information

We asked people if they had information about coping strategies. Most people – 34 out of 42 – did have this.

These are the sources of information they use.

· 22 people use the internet

· 12 people got information from services:  statutory or voluntary organisations

· 6 people listed books and/or leaflets

· 3 people got information about coping strategies from friends who self-harm or  people

· 2 people had worked coping strategies out for themselves, drawing on common sense and life experience.

People’s experience about whether these coping strategies around self harm were helpful was mixed.

· 16 people said yes, the were helpful

· 12 people said the strategies were sometimes helpful

· 8 people said no, the coping strategies had not been helpful.

· 2 people said they had found other material as or more important than information about how to manage their self harm.

“Alternative coping strategies do help, although do not halt the problem completely.  If I can get in control in time, then I can implement these strategies, but sometimes I cannot.  However, I have also had support in that I feel it is "okay" to slip occasionally and it is not a terrible crime or sending you "back to square one" if I can't control it all the time.  These things come with practice.”

“Yes.  Mindfulness meditations. Exercise such as walking.  Massage.”

“Not for me, but I know other people who find they work.”

“It depends how stressed or anxious I am.  Sometimes they do not work.”

“I like the one where you hold a piece of ice for as long as you can as it replicates the pain, which sometimes is why I cut, to feel pain and know I'm still living (only in depths of depression does it work like this).”

“Yes. Very. I always try them first before resorting to self harm and often they help.”

“So much is aimed at coping.  It was only by coming across other material that I found other ways at looking at what I was doing and experiencing.  That was the first step for my recovery, along with a couple of really good professionals who treated me with dignity, respect, as an equal and believed in me and my potential.”

Workers also described coping strategies as helpful for the people they know.

“Yes – find them useful – something practical to offer to people who want to reduce or stop their self harm.  I know that some people we support find them helpful while others don’t.”

“I keep learning from the people I support.  Someone will tell me of a coping strategy they use that is a new one to me.  And later, I’ll suggest that to someone as something to try and it will work for her where others haven’t worked in the past.”

Locations for information

People gave suggestions about useful locations for information about copings strategies.

Almost every person who had self harmed suggested one or more health service locations:

· GP surgeries and health centres – 24 of the 32 people who gave suggestions

· Mental health services – 11 people

· A&E departments and/or NHS 24 – 10 people

Other suggestions were

· Internet – 14 people

· A wide range of ordinary community resources  - suggestions by 11 people

· Schools – 10

· Colleges and universities - 3

One person thought this was not a good course and information should just be channelled through people with specialist knowledge and advocacy projects.

“Schools, libraries, GP surgeries, dentists, supermarket queues or anywhere people queue and will be bored so likely to pick up information.”

“A&E, GP, youth clubs, mother and toddler groups - anywhere where people might be meeting.”

“Definitely GP's and hospitals. Perhaps places like the Job Centre or Citizens’ Advice Bureau.”

“Inpatient, A&E, all health areas basically. Along with libraries and community resources, places where people work with/support people. Community based support groups and counselling service that take the issue out of psychiatry and into 'wellbeing'. You don't have to be mad to self-harm!”

Suggestions for content of information

We asked people for their suggestions on the content of information, if material became more widely available.  31 people gave suggestions. The suggestions were aimed at a range of audiences – people who may be self-harming, family and friends, staff who deliver services and changing public attitudes - and often intended the information to have several purposes.

· Coping strategies and/or distraction strategies  - 10 people

· Information about how to self-harm safely – when to get medical help, minimising harm – 10 people

· helpline numbers and/or emergency numbers – 6 people

· information about sources of help and support, including support groups and advocacy – 5 people

· hearing the personal experiences of other people – 5 people

· information about what self harm is and why it happens – 4 people

· Information and support for GPs and other professionals about self-harm – 3 people

· material to change public attitudes – 3 people

· General material about well-being, inclusion - 2 people

· self-help or peer support groups – 2 people

· information fro families and friends on how they can help – 2 people

· information about on-line forums – 1 person

“Ways to know it is not just you that struggles.”

 “Something that will help change people’s attitudes, to make it easier to explain to people what is happening and for them to understand, not overreact of be afraid.”

The relatives and workers listed the same sorts of places for more information and gave similar suggestions for the content.

“More for family and friends so we can give the support people need and want.”

“It’s already available; what self harm is, why it happens, you are not alone, how to keep it safe etc.  That’s the information that needs to get to people who self-harm.”

“It is about getting the information we already have out to more people, so each person gets it at the right time.  I’m not sure how we do that, though.  But if there is anything I can do to help, I will.”

Section 7: Other things people want to say

“I would like to be able to talk openly about when I feel like or have done self harm and to know that the person will not overreact.  This would mean more education that not everyone who self harms is about to commit suicide or endanger themselves.”

“I would like to see something the equivalent of campaign groups or peer groups gathering together.”

“It would be incredibly useful to have a "blade" exchange type of scenario where clean cutting instruments could be given as done in HIV/Aids needle exchange programmes.  Also, as condoms are distributed to keep people safe, so could sterile dressings, swabs and bandages be distributed to promote good wound care, prevent people from being afraid to come forward for treatment and suffering in silence with wounds that need treatment and or antibiotics.”

“There are not enough mental health services in rural areas.”

“Workers/medical professionals who understand self harm are worth their weight in gold.”

“There should be a way to give feedback on good and bad experiences of services.”

“A service that overlapped between what the Samaritans provide and someone in real life would help a lot. I text the Samaritans and if that could then be followed up by someone calling me to see how things are that would be helpful.”

“I want to know it was safe to talk to someone when I feel like self harming and not have to worry that they would panic and get me put in hospital.  To feel safe about asking for treatment and not worry about being put in hospital or being treated like crap because it was self inflicted.”

“Services should be more willing to deal with whatever the person is unhappy about.”

“We need an integrated holistic approach to treating the whole person's symptoms, as they are interrelated and affect the person’s mental health and well-being and their whole life.”

“I would like to see places that you could go to talk to others. Maybe people of the same age as me.”

“I would still like to receive support from an agency but I can't find one that deals with over 25's.”

“Although this topic is getting more commonly discussed, it is mainly surrounding adolescents and not adults.  I think websites/drop in centres/support groups would be invaluable, both for self harmers and those who support them.  I would feel very uncomfortable going to a drop in centre where most of the other clients are teenagers, purely because I think your perspective on life changes through adolescence and the support you require may change as you get older. I think most older people who harm are a bit more aware of how to harm "safely" and are usually aware of why they do self harm, so more support to help them deal with trying to either give up or maintain is required, as opposed to the more adolescent-based information on how to become more self aware about your problem.”

“I don’t want help with coping.  I want to able to stop.”

“There needs to be more help for people with disabilities who self-harm – both people with physical disabilities and people with learning difficulties.  This is a big issue for people what are in touch with our service.”

 “It is important that people feel accepted for who they are.”

Section 8:  What next

On  15th November, there is a workshop which will bring together people with an interest in self-harm and look at ways to take forward the points that have people have raised about their experiences.  

After the workshop, we will complete the report.  The circulation of the final report will depend on what people raise, but at this stage we expect that the circulation will include:

· Projects and networks which are in touch with people who self harm or who might be self harming

· NHS, local authorities and voluntary organisations which provide care and support to people who self harm or who might be self harming

· People who work to raise awareness about health and well-being and have a role in promoting good health

· Networks which share good practice

· People who set overall policies

· People who can help raise awareness among the wider public.

We hope that other people will also discuss the points raised in their local areas and look at how they can work with other people to promote action in their area.

2

