A Practical Toolkit

Bringing together guidance, best practice examples, case studies,
resources and literature to help tackle the stigma associated with
children’s and young people’s mental health
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There is a considerable body of research and practice learning that highlights the
importance of involving children, young people, families and carers in the treatment
and care they receive from child and adolescent mental health services (CAMHS).
). This improves clinical outcomes and leads to the development of more responsive,
acceptable and appropriate services. There is an equally large amount of information highlighting
that mental health problems are still significantly affected by negative images, stigma and
prejudice. This negative press can deter those needing help or advice from approaching CAMHS,
relying instead on family and friends or waiting until they reach a crisis point.

At Rethink, through our recovery learning programmes for young people (The Uthink Programme), we
have firsthand experience of the impact that stigma and prejudice can have on young people and how
it can leave them feeling isolated and without hope for the future.

This toolkit aims to provide practitioners with the knowledge and skills to tackle mental health prejudice
and stigma. It sets out a framework that emphasises the need for a multi-faceted approach that involves
children, young people and families, secures the commitment of professionals and is underpinned by the
right policies, procedures and action plans.

Written in accessible, jargon-free language, with practical case studies throughout and a comprehensive
resources section, Tackling Stigma: A Practical Toolkit is a much-needed addition to the literature on what
is undoubtedly a challenging topic; it is also a welcome addition to the array of valuable tools for
practitioners produced by the National CAMHS Support Service (NCSS).

Dr Cathy Street Young People’s Research and Development Lead, Rethink

Young people have told us: “Stigma still affects us; it's about time we were able to
talk about how we feel. We cannot be open about how we feel because we
believe we will be judged. Society needs to accept that anyone can have mental

: health problems and that it is part of life. Our friends, teachers and other adults
are scared of our illnesses and that makes us feel we can‘t speak out. We have been called
‘attention seeking’, ‘drama queens’, ‘mental’, ‘weird’, and told to ‘shut up, it’s just hormonal".
We all need to talk about how we feel inside.”

The stigma associated with mental health remains unrecognised and unchallenged by many, as the young
people involved in YoungMinds’ Very Important Kids panel quoted above have shown. Yet, as Dr. Fiona
Warner Gale's research showed us, it is one of the most influential factors in preventing children, young
people and their families in seeking help when it is needed, and contributes to the severity of the impact
of the mental health problems on their lives.

This toolkit is very welcome. We all have a part to play in changing the experience of stigma but it can

be hard to know how to create effective change. However, this practical, realistic toolkit will change that
— it is grounded in both theory and practice which provides practical steps within a theoretical framework,
with case studies of implementation — and it's interesting too!

Sarah Brennan cChief Executive, YoungMinds



Jargon buster

CAMHS

CAMHS

partnership

ChiMat

Comprehensive
CAMHS

LGBT

NCSS

TaMHS

Attention-deficit hyperactivity disorder

Black and minority ethnic groups

Child and adolescent mental health services

A local area multi-agency group of stakeholders involved in the emotional
wellbeing and mental health of children and young people. It is responsible
for developing a local mental health strategy and agreeing local priorities

Child and Maternal Health Observatory (www.chimat.org.uk)

All those services that have a role to play in promoting children and young
people’s mental health, intervening early and addressing issues and problems

Department for Education

Lesbian, gay, bisexual and transgender

National Advisory Council for Children’s Mental Health and Emotional
Wellbeing — the body set up to hold the government to account for
the recommendations in the CAMHS Review
(nationaladvisorycouncilcmh.independent.gov. uk)

National CAMHS Support Service

Personal, social, health and economic education

Self-assessment matrix — a tool used by CAMHS partnerships to help
them review and plan their priorities, investment and services

(www.childhealthmapping.org.uk/self.assessment)

Special educational needs — learning difficulties or disabilities that make it
harder for a child to learn or access education

Targeted Mental Health in Schools Programme — a three-year pathfinder
programme to develop innovative models of theraputic and holistic mental
health support in schools

World Health Organisation



http://www.chimat.org.uk
http://www.childhealthmapping.org.uk/self.assessment

The term stigma has been around for a long time. It originates from ancient Greek, where it was
used as the term for a visible mark or brand placed on members of tainted groups, such as slaves or
traitors. Nowadays, stigma is defined as shame and disgrace. It sets people apart and can be hurtful
and dangerous. It is based on myths and misunderstandings and it is always negative. It can make it
difficult for someone to be accepted by others and can lead to discrimination. Stigma associated with
mental health problems can cause people, through no fault of their own, to find themselves denied
help, education, employment, social interaction, their families and homes, and other basic rights that
most of us take for granted. No one should have to hide their mental health problems or illness or be
subjected to the severe effects that stigma can have.

Although we often think of stigma in relation to the experiences of adults, there is also potential for the
effects of stigma to impact on children and young people. It can reduce access to mental health services,
create fear, marginalisation and low self-esteem in children, and diminish the effectiveness of treatment
and interventions. Stigma can have such a significant effect that there is a potential for mental health
problems to increase in severity. Some children and their families have said that the experience of stigma
has been described as equal to and sometimes worse than having a mental health problem.

There are at least two main reasons why stigmatisation
occurs. The first is fear of people with mental health
problems, because of perceived aggression and unpredictable
behaviour. There can also be fears that individuals with
mental illness have criminal intentions towards us. The
second relates to concerns that there can be a fine line
between so-called normal experience and mental health
problems. It is often easier to see mental health problems as
belonging to others (i.e. the them-and-us concept) as this
allows individuals not to have to consider the vulnerability we
all have to experiencing mental health problems. A fear of
the unknown and an unwillingness to be open about mental
illness can perpetuate prejudice.

Reproduced with permission from Oxfordshire and
Buckinghamshire Mental Health NHS Foundation Trust.
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National Alliance on Mental lliness

IMPLEMENTING THE TACKLING STIGMA FRAMEWORK

Like Minds, Like Mine is a New Zealand-based publicly funded
programme aimed at reducing the stigma of mental health problems
and the experience of discrimination. The website hosts resources
and information about the programme. Find out more at
www.likeminds.org.nz/page/5-Home

StigmaBusters is a campaign by the National Alliance on Mental
lliness (NAMI) consisting of a network of advocates across the US
and worldwide fighting against misrepresentations of mental health
in the media. Visit www.nami.org/stigma

See Change is Ireland's new national partnership to reduce stigma
and challenge the discrimination associated with mental health
problems. See Change is an alliance of organisations working
together through the National Stigma Reduction Partnership to
bring about positive change in public attitudes and behaviour
towards people with mental health problems. For more information
visit www.seechange.ie



IMPLEMENTING THE TACKLING STIGMA FRAMEWORK

Other useful links

On this page, you will find links to useful websites on the subject of mental health and

tackling stigma and discrimination.

YOUNGVINDS

The wice for young pecple’s mental health aed welbeing

SAMARITANS

Mental Health roundation

PSYCH

ROYAL COLLEGE OF
PSYCHIATRISTS

RIGHT
HERE

SHiFT}
rethink

Wwww.youngminds.org.uk

Www.samaritans.org.uk

www.mentalhealth.org.uk

www.rcpsych.ac.uk

www.right-here.org.uk

www.shift.org.uk

www.rethink.org
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http://www.youngminds.org.uk
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Below is a checklist to help you when commencing work locally to tackle stigma.

Using the checklist below your partnership can assess where it currently is in the implementation of the
framework, help it plan how to proceed and where to focus its efforts. Please bear in mind that both Dr
Warner-Gale's research and NIMHE (2004) recommend that a multi-faceted approach across domains and
service/organisational levels is more likely to be effective than a single approach concentrated in one area.

1) Mainstreaming
tackling
stigma
programmes
and policies

2) Citizenship
and
participation

3) Language

30

Does the partnership understand the impact
that stigma has on children and young
people with mental health problems?

Have partner organisations agreed to embark on
a programme of anti-stigma action at a strategic
level? Have they agreed to take this commitment
back into their own organisation and embed the
approach within their own strategies?

Have they planned to cascade information about
their commitment down to operational level?

Have the emotional wellbeing and mental

health strategy, the children and young people’s
plan (if applicable) and the CAMHS strategy all
taken account of the tackling stigma approach?

Did children, young people and families
initiate the tackling stigma agenda?

Have children and young people been involved
from the start? If not, have their views been
sought about the impact stigma has on them?

Are there processes in place to ensure the
continuous involvement of children and
young people in the tackling stigma agenda?

Are children and young people enabled to
be equal partners in the decision-making
process about your tackling stigma agenda?

Is there certainty and agreement around the
mental health definitions and language being
used? This includes consultation with children,
young people and families. Confusion can
surround the terminology around CAMHS
and acceptance that this stretches beyond
specialist services. Many people including
providers and service users are uncomfortable
with the term mental health.

Presentation to relevant strategic
bodies to inform them of the issue
and elicit support (presentation
included in the online toolkit).

The Tackling Stigma Framework is a
useful concept to identify potential
areas for action which could
potentially be shared between
agencies (presentation included in
the toolkit).

Prompts for inclusion in strategies
can be found in the self-assessment
matrix (SAM), included in the toolkit.

Pilots who consulted with young
people and families to find out what
concerned them discovered that
stigma was a key issue.

Pilots who did not have active
participation of children and young
people at the earliest parts of their
project struggled to progress.

Ways of involving children and
young people can be found in the
online toolkit examples and links to
participation initiatives.

Complete clarity is required around
mental health definitions and language
to be used by everyone. These need
to be signed off by all, disseminated
widely, and used all the time.

Possible options include adopting the
WHO definitions (case study B, an area
which has undertaken this exercise, is
in the toolkit). There are also other
definitions available from Young Minds
and the Mental Health Foundation.



4) The role of
media as allies

5) Information

6) Education

7) Communi-
cation

8) Effective
organisational
systems

Has the media been invited to report on
the tackling stigma programme through
the partnership’s communications
department? i.e. newspapers, radio, cinema
and other media.

Have links been made with local media
about positive reporting on children’s mental
health and the adverse effects of stigma?

Is there a range of age/developmentally-
appropriate information about mental health,
mental health issues, the range of support and
how to access this support for children, young
people, parents and carers in their area?

Is this also available for professionals? Are
children, young people and their families
involved in the production of this information?

Is there education available across the
spectrum of children, parents/carers and
professionals to raise their awareness? This
should include mental health and mental
illness and also stigma and the impact that
it has. Are children, young people and their
families involved in the production, delivery
and evaluation of this education?

Is there proactive communication with
children, young people and parents/carers
about the services they are accessing and
what to expect once they access the service?

Are they actively involved in decisions about
their treatment, through the care planning
process etc?

Is a range of CAMHS services available

and accessible? Are the eligibility and referral
criteria clear and well understood by
professionals who refer? Could children and
their parents/carers be clearer about the
processes involved to access timely and
appropriate services?

Dr Warner-Gale's research suggests
that working with the media to get
positive messages about child and
adolescent mental health into the
public domain will help to raise
awareness and counteract the
negative stereotypes often portrayed.
(Guidance on engaging with the
media is included in the toolkit.)

To tackle stigma professionals,
children and young people need
clear and precise information to
understand the issues facing them
and the services available should
they require help. (Case study C is
about an area which has good
information — see page 11.)

Stigma can have a huge impact on
children and families, can worsen
ill-health and prevent access to
services. Professionals, children and
their families require access to
education about mental health,
stigma and the impact it can have.
(Case study D is about an area
which has developed an education
package — see page 12.)

Dr Warner-Gale’s research found that
children and young people wished to
play a more active part in their care
and to have a better understanding
of what exactly was going to happen
and when. (Case study E is about an
organisation that has communicated
well with patients — see page 13.)

Inaccessible services can add to
frustration and further stigma.
(Case study G is about an area with
accessible services — see page 14.)
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Establish
children/
young
people and
parent and
carer board
(CYPB)

Definitions
of mental
health and
stigma;
impact of
stigma

Develop

a DVD
with young
people

Embed
tackling
stigma in
strategy

Mental
health
training

Citizenship and
participation

Parents and
carers

Language and
definition

Education

Participation
and citizenship

Media

Education

Mainstreaming

Participation
and citizenship

Education

In partnership with the voluntary sector develop a

board of children/young people (including, where
appropriate, parents and carers) who have used CAMHS
and who represent the full spectrum of CAMHS

care. Through supportive engagement the board will be
central to creating and steering the full tackling stigma
plan written for Anytown.

CYPB to attend a residential in order to begin working
as a group and build working relationships with reps
from comprehensive CAMHS.
Establish language the CYPB are happy with when
talking and communicating about mental health.
Through discussion form a common view about stigma
and how it affects people, also to learn about the
Tackling Stigma Framework.
Use this information (in DVD, pictorial
or presentation format) to present to the CAMHS
strategy group to gain sign up and commitment to
tackling stigma at a strategic level.

Young people to work with media company to develop

a DVD and resource pack exploring mental health, looking

at scenarios and what their understanding is regarding
stigma and how it affects people.

The information from the CYPB may then be used (in DVD,

pictorial or presentation format) to present to the CAMHS
group to gain sign up and commitment to tackling stigma

at a strategic level, eg through inclusion in the children and

young people’s plan.

Mental health promotion trainer to deliver training to
children’s workforce promoting the agreed definition of
mental health. Additionally children/young people and
families to be trained in delivering training and to be
part of the delivery package to professionals and other
children and families across Anytown. DVD and pack to
be utilised as a training tool to promote discussion about
stigma and its effects.

Oct 2010

Dec 2010

Jan 2011

Feb 2011

March
2011
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CAMHS
information
— leaflets
and website

Drama
production

Local radio
campaign

Accessing
services

Mental
health
five a day
campaign

Information

Participation and
citizenship

Media as allies

Language

Information

Communications

Citizenship and
participation

Information

Media

Young people and parents/carers will be involved in
designing age-appropriate and accessible information
leaflets about mental health, ill-health and accessing
CAMHS. This information will also appear on a website.

Develop a drama production with young people, for July 2011
young people, that can fit within the school syllabus which
challenges myths and stereotypes around mental health.

Also to be broadcast on local radio station.

Working with children and young people to plan and
develop radio jingles around mental health and the issue
of language and stigma. To be aired on local radio.

CYPB to explore and then advise how children and young ' Jan 2012
people would like to receive information about CAMHS
and their appointments with CAMHS.

Each team to have a children and young people’s version

of the CAMHS leaflet (designed for and by children and

young people) that describes services and informs others

how services and systems work.

Mechanisms put in place to ensure children and young

people are central and active in the planning of their care.

March
2012

A group of year 12 media students to lead an advertising
campaign with children and young people from across
Anytown as their customers. They will:
Engage children and young people in submitting their
ideas for five a day, focusing on what helps you to
maintain good mental health?
The CYPB will be supported to choose the final five a day.
The year 12 media students will then arrange for this
to be advertised across the city e.g. bus hoardings,
supermarket receipts and the local press.
This will include strong messages about supporting good
mental health and tackling stigma.

April 2011

Sept 2011
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Below is the tool that the Northamptonshire pilot have designed to measure the
impact of their tackling stigma programme on the young people in their county.

The Children’s Rights Service on behalf of the Children and Young People’s Partnership are currently
asking children and young people for their views on mental health stigma before beginning a countywide
initiative to raising awareness of stigma and its negative consequences. Your views and thoughts are
very important and will help us to develop a strategy based on any responses to this questionnaire.

A definition of stigma is:
When people are branded as something and disapproved of, especially when this is unfair or wrong.
People can also be stigmatised for having learning or physical needs.

Do you agree young people’s mental heath in Northamptonshire is being affected by stigma?

|:| Strongly agree |:|Agree |:|Neither |:| Disagree |:| Strongly disagree

In what ways do you think young people can become stigmatised?

Please feel free to express how you feel about mental health visually in the box
below using drawing, words or images.
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Do you agree with this statement: Mental health stigma can make problems worse.

|:|Strongly agree DAgree |:|Neither DDisagree |:|Strongly disagree

Do you agree with this statement: We need to reduce mental health stigma?

|:|Strong|y agree |:|Agree |:|Neither |:|Disagree |:|Strong|y disagree

How do you think mental health stigma affects people?
It can cause poor self-image? DYES |:| NO
It can cause social isolation? |:| YES |:| NO
It can cause poor academic performance? |:| YES |:| NO
It can cause mental health problems (anxiety, depression, self-harm) |:| YES |:| NO
It can make it hard for people to talk about their problems? |:|YES |:|NO

Do you have any other ideas?

Have you ever been affected by mental health stigma? |:| YES |:| NO

If yes, are you able to tell us how?

35
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How would you challenge mental health stigma?
|:| Speak up for someone |:| Tell a professional |:| Give support to someone
|:| Challenge people’s views |:| Raise awareness that stigma needs to be stopped

Any other ways you can think of?

What would be the best way to raise awareness of mental health stigma?

|:| Posters |:| Radio |:|TV |:|Texts |:|Newspapers |:|Music |:| Group activities

[ ] Websites [ ] Professionals

Do you have any other ideas?

Can you think of any slogans we could use to print on promotional
leaflets/posters e.g. ‘stop stigma’ or ‘stigma sticks’




How old are you?

The nearest town where you live:

Are you: I:l Male I:l Female

Your ethnicity:
White: |:| British |:| Irish |:| Other White
Asian/Asian British: |:| Indian |:| Pakistani |:| Bangladeshi |:| Other Asian
Black or Black British: |:| Black Caribbean |:| Black African |:| Other Black
Chinese/other ethnic group: |:| Chinese |:| Other

Mixed: | | White/Black Caribbean [ ] White/Black African [ | White and Asian [ ] Other mixed

The information you have given us will shape the groups and events we are organising to tackle
the stigma around mental health. If you would like us to let you know about these activities
please give us your name and contact details below.

Name:

Telephone number:

Address:

Email address:

37



38

Consent to take part in [insert name of project] for [insert organisation name]

We suggest you put your organisation’s logo at the top of the page to reassure the participant it is
for official work with a reputable organisation.

Give details here of your project. Make sure you include what the project involves, relevant dates,
what the objectives are, and what the benefits will be. Example template:

‘We are conducting a project to tackle the stigma of mental health problems and plan to...
The project aims are to..." (provide these in bullets).

‘We would like to involve children and young people like you to... We will be starting the
project on [date] and would like you to attend a focus group on [date/ and/or take part
in filming [name of film] on [date] and/or would like to interview you (and family if
applicable) in [provide timeframe, e.q. June or July]. At the end of the project we will
produce... (give details of any products, e.qg. report, action plan etc with timescales).

Describe here what the person taking part would need to do. For people to agree to take part,
they need to fully understand what they are agreeing to! You also need to describe here their
basic rights and the ethical considerations you have made. This will vary depending on the nature
of your project.

Example template if doing interview:

‘We would like to talk to you about...” (make sure you cover everything here you will be talking
to them about, e.q. experiences of services, how they would like services to work, etc) “Your
experiences and opinions will help us to... The interview will be recorded using a... (if
applicable). The information you give us will be confidential and we will store it in a safe
place by..." (e.g. electronically protecting it with a password, or keeping hard copies in a locked
filing cabinet, replacing names and places in quotes with pseudonyms, etc)

Example template if filming:

‘We would like you to take part in filming a DVD called [insert title] about...
We will be using the DVD to..." (make sure you say if it will also go into public domain and
who will see the film).

The above templates can be adapted for projects involving focus groups, surveys and
questionnaires, photographing activities etc. Use the first template for anything that will result
in them providing verbal or written data and the second template for anything that will result in
an image of them being used.



(If being interviewed etc and data will be confidential)

| agree | would like to take part in this project and confirm | have understood what | will be
doing. | understand that | can change my mind at any time and that any information | give
will be confidential and kept in a safe place.

Signed: Date:

NB The legal age of consent for a young person is 16. If they are 16 or older, you do not need to get a parent

or guardian’s consent but it is considered good practice to at least consult the parent where possible.

| agree that my child (and | if applicable) can take part in this project and | understand how
they will be involved. | understand that any information my child gives will be strictly
confidential and that data will be kept secure. | understand that, should my child wish to be
withdrawn from the project, they have the right to do so and will be supported in doing this.

Signed: Date:

(if being filmed or photographed)

| agree | would like to take part in this project and confirm | have understood what | will be
doing. | understand that the images and film | am in will be used for the purpose of
[describe here] and there is a possibility it may be seen by the public (if applicable). | agree |
am happy for my image to be used. (Remember to use age-appropriate lanquage.)

Signed: Date:

| agree that my child can take part in this project and | understand how they will be
involved. | understand that my child will be featured in a film and/or photograph that will
be used for [describe here] and may be available to the public (if applicable). | agree | am
happy for the film and/or images to be used.

Signed: Date:

‘If you would like more details before giving your consent, please contact...’

If applicable, ‘Return your completed consent form in the stamped addressed envelope enclosed.’
(You will increase the number of participants you get if you provide a stamped addressed envelope.)
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For more information on the subject of mental health and tackling stigma, we have
provided a short list below:

Dogra N, Parkin A, Gale F and Frake C (2008) Child and Adolescent Mental Health for Frontline
Professionals. Chapter 1. London, Jessica Kingsley Publishers.

Gale F (2007) Tackling mental health and other forms of stigma in vulnerable children.
In P Vostanis (Ed) Mental Health Interventions and Services for Vulnerable Children
and Young People. London, Jessica Kingsley Publishers.

Hinshaw S (2007) The Mark of Shame: Stigma of Mental Iliness and an Agenda for Change.
New York, Oxford University Press.

Thornicroft G (2009) Shunned: Discrimination Against People with Mental Iliness.
Oxford, Oxford University Press.



Corrigan PW, Kerr A and Knudson L (2005) The stigma of mental illness: explanatory models and
methods for change. Applied and Preventive Psychology, 11, 179-190.

Gale F (2006) Children’s and Parent/carers’ Perceptions of Mental Health and Stigma.
Unpublished PhD Thesis. University of Leicester.

Gale F (2007) Tackling mental health and other forms of stigma in vulnerable children.
In P Vostanis (Ed) Mental Health Interventions and Services for Vulnerable Children and
Young People. London, Jessica Kingsley Publishers.

Hinshaw S (2005) The stigmatization of mental illness in children and parents: Developmental issues,

family concerns, and research needs. Journal of Child Psychology and Psychiatry, 46 (7), 714-734.

McLeod JD, Fettes DL, Jensen PS, Pescosolido BA and Martin JK (2007) Public knowledge, beliefs
and treatment preferences concerning attention-deficit hyperactivity disorder. Psychiatric Services,
58 (5), 626-631.

NIMHE (2004) From Here to Equality: a strategic plan to tackle stigma and discrimination on
mental health grounds. Leeds, NIMHE.

Pescosolido BA, Fettes DL, Martin JK, Monahan J and MclLeod JD (2007) Perceived dangerousness
of children with mental health problems and support of coerced treatment. Psychiatric Services,
58 (5), 619-625.

Perry BL, Pescosolido BA, Martin JK, McLeod JD and Jensen PS (2007) Comparison of public
attributions, attitudes and stigma in regard to depression among children and adults. Psychiatric
Services, 58 (5), 632-635.

Thornicroft G, Brohan E, Kassam A and Lewis-Holmes E (2008) Reducing stigma and discrimination:
candidate interventions. International Journal of Mental Health Systems, 2 (3), 110-117.

Thornicroft G, Brohan E, Rose D, Sartorius N, Leese M, for the INDIGO Study Group (2009) Global
pattern of experienced and anticipated discrimination against people with schizophrenia: a cross-
sectional survey. The Lancet, 373 (9661), 408-415.

Wah! OF (1999) Mental health consumers’ experience of stigma. Schizophrenia Bulletin,
25, 467-478.
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Pilot sites across England are implementing the Tackling Stigma Framework and
helping to add to this wealth of knowledge through their experiences. This toolkit
has been developed for all professionals, partnerships and organisations who
commission and provide children’s and young people’s mental health services.

It aids the development of a planned and informed approach to tackling the
stigma of children’s and young people’s mental health problems.

The toolkit was developed as part of a national suite of projects
undertaken by the National CAMHS Support Service (NCSS).
The NCSS has worked with local commissioners and
provider organisations since 2003, responding to their
requests for support, improvement methodology

and additional capacity to improve the emotional

health, wellbeing and mental health of children »
and young people. The toolkit is available
online at www.chimat.org.uk/tacklingstigma



http://www.chimat.org.uk/tacklingstigma



