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Welcome 

Hello and welcome to the Winter Edition of Validate, the newsletter produced by “Personalities In Action” 
(PIA). We are the service user involvement group for the Leeds Personality Disorder Clinical Network staff 
and service users.  

We aim to release the newsletter 4 times a year. If you feel like putting pen to paper we accept stories, 
poems, personal experiences of recovery or using the services, anything you wish to ask about living with a 
diagnosis of Personality Disorder. Whatever you the service user want from this publication we will try to 
deliver.  

If you are have any interest in contributing to or putting together future issues, come along to a PIA meeting 
and find out more, or email your contribution to: validate.lypft@nhs.net 
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Meet a Staff Member 
Kathy Horne, Occupational Therapist 
We introduce you to the staff working at the Network.  

This edition we introduce you to the Kathy Horne, Occupational Therapist. 

1 Hello, who are you and what is your role at the Network? 

My name is Kathy Horne. I’m an Occupational Therapist and Journey group 
leader. I’ve worked at the Clinical Network for 4 years. 

2 How can Occupational Therapy help people with Personality Disorder? 

Occupational therapy can assist people to develop their sense of identity which 
is one of the core difficulties with an experience of personality disorder. 
Occupational therapy provides experiences of ‘doing’ through occupation that 
can challenge unhelpful thoughts people have in relation to themselves and 
other people. Occupational therapy can help people to experience and 
construct meaningful occupational narratives. 

3 What would you like to accomplish in your role? 

I’d like to continue developing and delivering both group and individual 
occupational therapy interventions that meet the needs of our client group. I’d 
like to further working collaboratively with service users particularly in the delivery of the Journey program 
where we have service user consultants as part of the staff team who deliver the program.  

 4 What makes the job worthwhile? 

Being part of those moments where you can see things clicking into place for people and they develop a 
deeper understanding of who they are and how things came to be the way they are. Being alongside people 
when they realise they can do things and that things can be okay and can be different. 

5 What do you like to do to relax? 

Being active is helpful for me so I play tennis and hockey and go walking often. I also interact with my pets, 
listen to music and watch television to relax. 

 If you are interested in being a Validate reporter then come along to the Personalities in Action group on 
Tuesdays 10.30am at Leeds Civic Hall and find out more. 

News 
Summary of the 2017 Annual Service User Satisfaction Survey 
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Positive feedback 
82% of service users reported feeling very positive 

87% of service users felt they were clearly informed about what the service can provide 

79% of service users reported to feel well supported  

56% of services users felt that the PD Network is having a positive impact on their life  

66.6% of service users reported that they were informed about involvement opportunities.  

The responses to the open questions revealed a number of positive qualities about the Network. These 
included the supportive, understanding and consistent approach of the staff/ service; the development of 
self-understanding and opportunities to meet service users with similar experiences. Overall the majority of 
open question responses were positive about the PD Network.   

Concerns 
54% of service users reported they were not informed of the complaints procedure and 54% reported that 
they would know what to do if they needed to make a complaint.  
Other concerns included some service users feeling less individually understood by staff, limited amount of 
time and one to one support, services’ socio-political awareness, difficulties in communication, group 
content and environment.   

Recommendations 
The Service User Involvement Group and Clinical Governance meeting made several recommendations, 
including:  
• Consider ways to improve survey response rates,  
• Review how complaints procedure is communicated 
• Provide feedback of survey and specific concerns or requests for change to service users – see table 

below 

How we have responded to your feedback 
The table on the next page summarises the concerns raised by service users who completed the survey, 
and what we are doing to try to address these concerns.  

The full report is available on request 

What you said – what we have done  

You said What we are doing
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Staff lack awareness of LGBT and other diversity issues We will ensure all Network staff attends the Trust 
compulsory training on equality and diversity. A Trans 
Awareness training session has been organised for all 
staff. We will continue to work with staff and service 
users to identify any additional training requirements. 

Journey: Service users suggested the following 
changes: 
• Afternoon sessions should be longer 
• Shorter ice breakers 
• More time on Schema therapy 
• Availability of additional individual support

Changes to programme: These suggestions have been 
fed back to the Journey team for discussion.   
Additional Individual Support: The Journey team does 
currently offer some limited individual support to service 
users, but at the moment the service does not have the 
staffing resource to increase this support. 
All recommendations: will be reviewed by the Clinical 
Governance Council, which includes representation from 
Journey 

DBT: service users suggested the following changes: 
• DBT should be delivered by or in partnership with 

people who have lived experience of personality 
disorder 

• Difficulties with the venue – noise from other people 
using the building 

• Availability of additional individual support

Delivery: The DBT service is currently piloting a project 
whereby one DBT group is being facilitated in 
partnership with a Service User Consultant, who has 
lived experience of personality disorder.  This will be 
evaluated at the end of the project. 
Venue issues: These concerns have been fed back to 
the DBT team for discussion.   
Additional Individual Support: The DBT team does 
currently offer some limited individual support to service 
users, but at the moment the service does not have the 
staffing resource to increase this support. 
All recommendations will be reviewed by the Clinical 
Governance Council, which includes representation from 
the DBT service. 

Care Coordination: service users suggested the 
following changes: 
• Graphs on discharge reports were difficult for some 

service users to understand without additional 
explanation, could be presented differently 

• Service users to have more input into their care plan 
• Some Service Users raised specific issues regarding 

their care, including: 
• Did not receive a letter/report as promised 
• Did not receive contact whilst worker was on holiday 

Discharge reports: The contents and structure of the 
reports have been reviewed and updated to be shorter, 
clearer and easier-to-read. 
Care Plans: The PDCN policy is that care plans will 
always be developed in collaboration between service 
user and care coordinator.  We are sorry if service users 
have not always experienced this as a collaborative 
piece of work and this will be fed back to the Care 
Coordinators and the Team Manager.   
Difficulties regarding contact with service: We are sorry 
that service users have not received letters, reports or 
contact as promised by the service.  It is very important 
to us that we provide consistent and reliable support to 
service users, but we acknowledge that sometimes we 
make mistakes.  As the surveys were returned 
anonymously, we are unable to respond directly to those 
service users who were affected, but would encourage 
any service users affected by such issues to speak to 
their care coordinator or group facilitator.  If this does not 
resolve the issue, our Service Manager is available to 
speak to service users about any concerns. 
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Simply Having a Wonderful Christmas Time! 
Service users share their ‘top tips’ for the Christmas season 
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Follow @MindWellLeeds on Twitter for 

Don’t expect perfection – it’s ok for 

Watch a favourite film – something 

Get some good books in 

which will distract you – we 

Eat your favourite food

Do something that’s ‘just for you’

Christmas just to
o busy? Make time 

Write a poem

Be mindful

Plan something you 

want to do in the 

Write a list of things you’re pleased with or 



Service User 
Perspective: Diagnosis  

Written by Maria 
 

The Diagnostic and Statistical Manual of Mental 
Disorders (DSM) origins date right back to 1840 
but it was really born in 1952 when it was first 
published as the DSM-l and featured descriptions 
of 106 disorders. The DSM has evolved and 
expanded over the years and now is the DSM 5 
which was last updated in 2013. It currently holds 
over 250 mental disorders over 947 pages. There 
have been many other books, manuals, texts, 
guides and speculation regarding mental illness.   

The term 'mental health' was popularized in early 
1900's by physicians, social reformers and 
asylum patients but mental illness dates back 
hundreds of years.  

Over the years it seems many people from 
various walks of life have had an opinion, 
judgement, idea or theory about mental illness 
and a box to put you in if you or your behaviours 
were deemed ‘abnormal’ or socially unacceptable.  

From physicians, consultants, psychiatrist, 
psychologists to nurses, patients and basically 
anyone who's anyone they're all quick to 
speculate, scrutinize and label.    

Our knowledge and understanding of mental 
illness has come a long way over the years. 

What's come with this greater understanding 
though is a world that wants to label anything and 
everything. To pigeonhole, categorize, assess and 
slap a name on it whether it be right or wrong, 
accurate or not and then sadly the name/
diagnosis often sticks, wanted or not. 

In the UK alone 1 in 4 people are diagnosed 
every year with a mental illness and over 459 
million people worldwide are diagnosed. No 
matter how great our understanding and 
knowledge has become there is still an 
overwhelming amount of stigma, discrimination 
and misconceptions towards those who suffer.  

Diagnosing someone with a mental illness in its 
self can be quite damaging and often comes with 
a backlash of problems. Been given a diagnosis/
label can cause people to see you as the label 
rather a person. This is made worse by the media 
not always being accurate in reflecting what 
having a mental illness is truly like and frequently 
misrepresenting mental health issues. 

It's alarming to me how badly the media portrays 
mental illness. Across countless TV shows I 
watch horrified as characters play out in such a 
negative way someone suffering from some form 
of mental illness. More often than not these 
characters are aggressive, explosive, dangerous 
people, who have wild reckless, uncontrollable 
behaviours. Society then worryingly absorbs this 
information as it's their only experience of mental 
illness, then they tar everyone suffering with the 
same discriminating brush. 

This and other influences have caused me to 
question - is having a diagnoses helpful?  

As a teenager I would scroll through countless 
psychology/self-help books desperately searching 
for the answer. I would sit there for hours taking 
notes, frantically jotting down anything that 
remotely described how I was feeling or matched 
any of my disturbing thoughts. I needed to know I 
wasn't alone, that I wasn't a freak, that someone 
understood and more than anything what the hell 
was wrong with me and how I fixed it! 

I knew for a long time I was different I just didn't 
quite know why or how. I wanted an answer, 
something in black and white that I could 
understand. I guess I hoped for a diagnosis. Much 
like when you don't feel well with let's say a 
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tummy pain, it's strange, unfamiliar and terribly 
painful.  The longer it persists the more you long 
for an answer. You try figuring it out yourself and 
maybe try different remedies but nothing helps so 
you go to your doctor in hope they'll have a 
diagnosis and treatment plan to follow. Now 
imagine the doctor has no idea - they can't 
diagnose you, you are left struggling without hope 
of getting better because without knowing the 
cause you don't know best how to treat it so you 
can recover. 

So I longed, prayed and begged that there would 
be answer a label I could stack all my crazy 
behind and fix it.  My relief came at 19 when on a 
psychiatric ward - the nurse from behind the 
reception desk announced I was BPD - not I have 
it but I AM IT!! (Something I look back on with 
great sadness). I had hope, a glint that now I 
knew what I was/had I could begin making me 
feel better, be better. 

I read every book that explained on any level 
anything about my diagnosis. Soon it became 
apparent to me it was hopeless, I was plagued. I 
was described over and over as manipulative, 
attention seeking, aggressive, chaotic, difficult to 
be around and impossible to like and that services 
had pretty much given up on helping me 
altogether. So I challenged it, fought it and 
rejected it as much as I could. I was unwilling and 
unable to see that the more I fought it, the more 
difficult it all became.  I had to accept it, 
understand it so I could begin to work with it or 
rather try live with it the best way I can. 

Thankfully over the years I've realized I am not 
BPD but rather I battle with BPD! My illness 
doesn't define me, it's not who and what I am but 
rather something I struggle with every minute of 
every day. I now know and understand what the 
diagnosis means to me, how it affects me and 
most of the time how I can live with it - as painful 
and difficult as it may be. 

I have been able to take a step back and see 
these books don't talk about me and my struggles 
but are an assumption of what someone with BPD 
may be like. I have learnt how my illness can work 
for me i.e., as a parent and become more self-
aware, so I don't rely upon others interpretation of 
what they think I should be.   

All this said though, I find having a diagnosis a 
huge detriment to me. I may have accepted my 
diagnosis but others certainly haven't and I often 
find myself frustrated, angered and resentful that I 
have such a label slapped on my head. From the 
beginning it’s caused me pain and suffering. I 
have been rejected from certain services, been 
discriminated against and completely shunned by 
people in and out of services. I have not been 
seen as an equal and have been refused help.  I 
am not seen as me, at face value. I am not seen 
as how I represent but rather as my diagnosis 
dictates how I should feel. 

I am not offered the treatment I require in that 
given moment for the difficulties I am facing at 
that time or the issues I'm currently working 
through. I am seen as a diagnosis, I am lost to it, 
how I'm feeling at that time is irrelevant because 
putting a label on me is more important than how 
I’m actually feeling so those treating me can feel 
better about how best to “help” me when in reality 
they just need to see me and not spend their time 
trying to fit me into a box so they can feel more 
comfortable about “helping me.” (My current care 
team are certainly not included in this thankfully)  

Why can we not just treat people how they 
present in any given moment? Fill their current 
needs and help them with what they need now 
rather than summarizing, categorizing, assessing, 
ticking boxes and labelling them often with 
something that's going to be much more 
damaging in the long run?  

I believe in part diagnosis is beneficial especially 
with some treatments plans but I also believe 
people shouldn't be seen as their diagnosis but at 
face value. 

Does having a diagnosis help you? Do you 
feel better having one or has it brought with it 
more pain?  
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Making Sense of Self-Help  
Do you have experience of using self-help books, apps or websites 
relating to Personality Disorder? We’d like to hear from you! 

There is an overwhelming amount of mental health 
information available on the internet and in other 
forms (e.g. apps, books) 

However the quality and reliability of information is 
often a concern.  Information may not always be 
evidence based or scientific. 

We want to find out your views about self-help 
materials and what is important when choosing 
self-help materials related to personality difficulties.  

The aim of is to develop guidance for service users, 
carers and professionals to help choose the most appropriate self-help material to use or 
recommend. This will hopefully also help in the development of a useful library of resources.  

The information collected from this survey may be used for the purpose of presentation and 
research. When used for these purposes, all the information will be anonymous, that is, any 
personal data which might identify you will be removed. The information is securely held and we 
comply with Data Protection Laws.  

We would be very grateful if you would be willing to share your thoughts by completing the brief 
questionnaire below. If you have not used self-help materials before, you can still complete the 
survey and tell us what might be important to you if you were to use self-help materials in the 
future. 

You can complete the questionnaire by entering this link into your web 
browser: https://www.surveymonkey.co.uk/r/BTQTMSZ 

Alternatively, if you would prefer a paper copy of the survey, please contact Aliya Zamir, Assistant 
Psychologist at the Network, on 0113 8557951 or via email at PDInvolvement.lypft@nhs.net  

Maybe you’d like to write a review of a self-help book, or any other book you’ve found enjoyable 
or interesting, for a future edition of Validate? Please send reviews to Validate.lypft@nhs.net  
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Christmas Origami! 

Service users at the Personalities 
in Action group tried their hand at 
Origami Christmas trees – why not 
have a go? 
This pattern is shared with permission from 

www.origami-fun.com  

where you can find lots more fun and easy patterns. 
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Personalities in Action Group  
The Personality Disorder Network’s Involvement Group 

Who are we? 
“Personalities in Action” is the service user 
involvement group for Leeds Personality Disorder 
Clinical Network. It is a friendly group that meets 
every second Monday at Leeds Civic Hall. 

Members of the group all have lived experience of 
personality disorder and have used mental health 
services provided by Leeds and York Partnership 
NHS Foundation Trust. 

The group is informal and friendly and 
encourages people to express their views, share 
their experiences, explore what works well in the 
network and in our Trust and provide valuable 
feedback around areas which may need 
improvement. 

Why do we meet? 
We meet because our members, both staff and 
service users, have an interest in working within 
Leeds Personality Disorder Clinical Network. 
Coming together provides us with the opportunity 
to: 

• ensure service users have a voice within our 
network 

• share views, opinions and feedback on both 
our services and our involvement opportunities 

• increase confidence and self-esteem 
• stay connected with other people who 

understand personality disorder and who may 
have had similar experiences 

• empower new service users to feel part of a 
supportive community  

 

What do we do? 
The Service User Involvement Group allows us to 
ensure that we work collaboratively across Leeds 
Personality Disorder Clinical Network to provide 
the best experience for service users. This 
includes: 

• producing our regular service user newsletter, 
Validate 

• representing other service users at our clinical 
governance meetings, conferences and events 

• take part in our service user satisfaction survey 
• review our literature such as letters and 

leaflets and offer suggestions of where we 
could improve them 

• take part in research and evaluation 

Tea and Coffee are provided and we can pay your 
travelling expenses if you provide a ticket or 
receipt. No commitment is required—why not 
come along and see what you think?   

Times & Dates 
We meet every 2 weeks on Tuesdays from 
10.30-12.30 at Leeds Civic Hall, Calverley St, 
Leeds LS1 1UR (near Millennium Square) 

Dates for 2018  
January: 16th, 30th 
February: 13th, 27th  
March: 13th, 27th  
April: 10th, 24th  

Further information 
For more information about PIA please contact: 

Ruth Sutherland 
Involvement Lead for the 
Leeds Personality Disorder Clinical Network 

Tel: 0113 85 57951 
Email: PDinvolvement.lypft@nhs.net 
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Crisis numbers and 
contact details 
Here to help 

Information for support 
or when in a crisis: 

PD Network 
0113 8557950 

NHS direct 
111 

Samaritans 
0845 7909090 

Non-emergency police 
101 

Connect Helpline 
0808 8001212 

Dial House 
0113 260 9328 

Contacting the Network 

Telephone:  

0113 8557951 

Write to: 
Personality Disorder Services 
Unit 24 
The Sugar Refinery 
Sugar Mill Business Park 
Oakhurst Avenue 
Leeds 
LS11 7DF 

For more information, see our 
Website: 

https://www.leedsandyorkpft.nhs.uk/our-services/
personality-disorder-managed-clinical-network/ 

Validate Goes 
Electronic! 
Opting in or out of the Validate 
Mailing List 

The Validate Newsletter is currently sent to all 
current and previous service users of the Leeds 
Personality Disorder Network by post.  

From 2018 we will be moving to emailing an 
electronic copy of Validate instead of posting it. 

Want to stay on the email list? 

If you would like to continue to receive Validate by 
email in the future, please send your email 
address to Validate.lypft@nhs.net with ’Validate’ 
as the subject, or ring the administrator at the 
Network on 0113 8557951 

Prefer a Paper Copy? 

If you do not have access to email and/or would 
prefer a paper copy, please inform the 
administrator at the Network on 0113 8557951 

Don’t want to receive Validate? 

That’s fine – you don’t need to do anything.  
Anyone that doesn’t contact us to ask for 
either email or paper copies will be removed 
from the mailing list. 

Disclaimer 
Although every effort has been made to provide accurate 
content in this Newsletter, we make no warranty, expressed 
or implied, or assume any legal liability or responsibility for 
the accuracy or completeness of any information contained 
in this Newsletter. We cannot be held responsible for the 
contents of any items by external organisations, agencies or 
individuals. Reference herein to any company does not 
necessarily constitute or imply its endorsement or 
recommendation by us or any workers. 
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