
#ThisIsme

The toolkit includes:

• Explanation of the project

• Poster for your local area 

• #HiddenHealth #ThisIsMe cards

• Examples from parents of good practice 
support they have had to inspire your services

• Checklists for workers & parents/carers to 
support #HiddenHealth needs

• #HiddenHealth goodies

#HiddenHealth 

Download and share for free from: 
www.rcpch.ac.uk/hiddenhealth

Created by parents and carers from Alder Hey with RCPCH &Us



Throughout 2018/19, parents from Alder Hey Children’s Hospital have been working 
with RCPCH &Us to develop a project on hidden health. The project has been thinking 
about three different elements of being “hidden” 

• Children and young people with a hidden condition or illness
• Hidden family carers providing support
• Hidden support services such as parent carer forums that are not always 

signposted by staff. 

Project members have shared their hopes and wishes, collected the experiences of 
others and looked at what would help them and their children to feel visible again.  
Project members said that hidden health to them means:

“Something that makes me a warrior, where I need notes sharing between departments, 
links to be made between symptoms, where I gain strength and empowerment through 
supporting my child with a hidden health issue” (Liverpool 2018)

“Conditions that the world and people just don’t understand – mental health, blood 
disorders, autism, bowel issues, breathing issues (no tubes or gadgets to see), something 
that isn’t relatable to you” (Liverpool 2018)

“Something you can’t see. We need you to be tolerant and understanding” (Liverpool 2018)

Over 150 parents, carers and professionals have supported the development of this 
toolkit through being part of the project team, taking part in consultations or being part 
of the toolkit testing in roadshows. 

The orange resources are for parents/carers to use. The blue resources are for workers. 
You will get a copy of both in your toolkit so that you can see what each other has and 
also for you to pass on. 

The cards also come in two varieties; blue is to be able to give to someone quickly that 
just explains basic information about #HiddenHealth needs. Orange cards allow you to 
write some personal information on them about the condition, what support is needed 
or not using words like “injection / bloods” as this can lead to a meltdown – you write 
what is useful to you and what you are happy to share. Then use the cards with people 
that can help like receptionists, other departments, shopping centres – you choose!

#ThisIsme

#HiddenHealth 

You can read more about the project at  www.rcpch.ac.uk/hiddenhealth
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#ThisIsme

Local support available

Please download the poster and add in details for your: 
• local parent carer forum (listed at www.nnpcf.org.uk), 
• your local advocacy service e.g. PALS, Healthwatch and 
• how people can access play specialists, youth workers, 

disability nurses and other staff who can support 
parents with support, distraction techniques or advise 
on sensory rooms or other available reasonable 
adjustments. 
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You can download #HiddenHealth or #ThisIsMe 
cards for free from www.rcpch.ac.uk/hiddenhealth

#HiddenHealth 
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#ThisIsMe cards are
personalised cards with
space to note down the
Hidden Health needs and
specific help that might be
needed. Examples like “do
not mention the word
needle” or “my child will
only respond by pointing”
will help in appointments
and visits to health
services.

#HiddenHealth cards are quick
cards to leave with someone to
make them aware of Hidden
Health needs, conditions or
illnesses. They are generic and
could be shared when you use
a disabled toilet without a
visible disability, have a child
having a meltdown or at other
times where you want to raise
awareness without a long
conversation.

http://www.rcpch.ac.uk/hiddenhealth
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We asked parent/carers, children & young people 
to share their examples of when there has been 
good support for their #HiddenHealth. They said: 

#HiddenHealth 
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The checklists can be download for healthcare
professionals on #HiddenHealth needs and for
parents/carers to be empowered on sharing
#ThisIsMe information. You can download and
share for free from www.rcpch.ac.uk/hiddenhealth
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Notes



#ThisIsme

We need YOU to help share the #HiddenHealth
resources with parents/carers, doctors, nurses,
healthcare professionals, schools, support staff and
everyone!
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