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Welcome
If you are reading this booklet, the chances are you are a young person who is feeling worried about having to have a medical procedure. 
We know that when it comes to your health experience you know your own story better than anyone. You have lived this and have your own memories and thoughts about your treatment. 
You may have thoughts about what may be helpful when it comes to undergoing a hospital procedure. You will no doubt have many skills that can be very useful in adding to the skills of other people who care for you. 
[bookmark: _GoBack]The aim of this booklet therefore is to add to the skills you already have; to help your understanding of what Procedural Distress is, and to start you thinking about ways that you can become involved in shaping your own experience of having a procedure done. 
This booklet was created by the Northern Trust Paediatric & Neonatal Clinical Psychology Service, with a lot of help from young people in the design. It is based on research and evidence. This does not mean that it knows more than you do; only that it may help you to understand why procedures might be hard for you, and to help you think about what you can do about it. 
It might help to read this alongside your parent or carer; they might have ideas that they can add too. 
Keep in mind however that sometimes a bit of extra help can be of benefit. If you find that you are really struggling to cope with this part of your healthcare, your hospital team can help you access support.
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What is Procedural Distress?
The definition of “Procedural distress” is: “a person’s feeling of intense anxiety in situations that require them to undergo any type of hospital procedure”.
That is, feeling frightened at the thought of having to have tests done on our bodies, which we might find uncomfortable or painful. 
For a young person living with a long-term health condition, it is likely that you will have been required to undergo a medical procedure at some point. Here are just some examples of the many procedures that are done in hospitals; 
· having blood taken 
· having an MRI scan
· having a cannula inserted
· having to have an anaesthetic for an operation
· having an EEG or ECG 
· having blood pressure taken
· having gas or air

Do any of these sound familiar to you? Or do you have others that you would like to add to the list?
____________________________________________________________________________________________________________________________________________________________________________________________________________
Procedural Distress is a type of Anxiety. There are many words that can be used to describe anxiety; including, fear, worry or stress. 
What is “Anxiety”?
Here are a few things to remember about anxiety; 
1. Anxiety is a completely normal feeling
2. Everyone feels anxious at times
3. Anxiety is our body’s way of keeping us safe; therefore anxiety can be very important

HOWEVER, anxiety can also have its down-sides…
1. It can feel unpleasant; we can feel sick, dizzy, or find it hard to breathe
2. It can interrupt us at times when it doesn’t need to, which can be annoying and upsetting
3. It can make us act in ways that we don’t feel good about

So, even though anxiety is a very natural feeling, and can (at times) be quite helpful, it is also important that we figure out ways that work for us to be able to control anxiety when we don’t want it around. 
The 1st step to learning ways to control feelings of anxiety is to understand why and how anxiety happens.



Why is Anxiety sometimes important?
It might be useful to think of anxiety as your body’s
alarm system!!
An alarm system lets us know when we might be in danger and when we need to get ready to do something to keep ourselves safe (think, fire alarm). So for example…

If you smell smoke                        You feel fear                     You get out of the
   in the house                                 & Anxiety                              house quickly                



                               You think                              Your body reacts;                   
                          “I’m in Danger”                       (heart beats fast, 
                                                                        body ready to move)

So, you can see how in this situation anxiety is really helpful!!
Other times when people might feel anxious are: before a test or exam, or just before a sports match or competition. A little bit of this anxiety (although still not pleasant) can be useful; 
· It keeps our brains alert and focussed & keeps us watchful
· It gets our body and muscles ready to move
Can you think of times when some anxiety has been helpful for you?
______________________________________________________________________________________________________
So how does Anxiety connect our brain and our body?
When our anxiety alarm goes off, this makes 3 things happen; 

[image: ]  We start to have lots of anxious THOUGHTS, like 
“I’m in danger!” or “Something awful is going to   happen” or “I can’t cope with this situation; this is out of my control”
                         

[image: ]Kkkk                     Our BODY starts to react to these thoughts, getting
                         us ready to cope with the danger we think is coming.
                         To do this, it produces a flood of chemicals, such as 
                         adrenaline. As our body gets “ready”, we might feel
		        Racing heart      Muscles get tense    Shaky/Dizzy
                         Breathing gets shallow    Sick tummy   Feel hot/cold


[image: Image result for cartoon picture of action]We take ACTION. So we do something to cope with the danger we think we are facing. This makes sense! Some of the things we might do are
Run away             Hit Out            Scream       
Cry                      Freeze               Hide    
(You might have heard of Fight (take action)/ Flight (run away or avoid)/ Freeze (shut down)?     

Doesn’t it make sense then that if we think we are in danger, then our mind and body will want to protect us, and we will take action to keep ourselves safe?
Can you think of a time when you felt anxious/worried/scared?
· What were your thoughts at this time
_________________________________________________________________________________________________________________________________________________________

· Did you notice what happened in your body when you felt this way?
_________________________________________________________________________________________________________________________________________________________

· Can you remember what you did to try to cope?
____________________________________________________________________________________________________________________________________________________________________________________________________________

Even though anxiety is very normal and can (at times) be helpful, it can also get in the way and make it difficult for us to do the things we want to do; or do the things we know we have to do… 

What about Procedural Distress?
As mentioned earlier, Procedural Distress is a type of anxiety. It therefore follows the anxiety cycle, but in a specific situation; that is, at times when a medical procedure is required. 
Often, if someone feels highly distressed about a procedure, they will have had a difficult experience with a procedure in the past. Even with the most gentle and caring of hospital staff, procedures can hurt OR they may have had to be done at a time when a young person is feeling very frightened and out of control; like at the point of a medical emergency. 
Therefore, it is important to highlight the following 2 points; 
· Procedures CAN HURT or can be UNCOMFORTABLE; this is not an “imagined threat” (like for a phobia). This threat is real and not nice.

· Anxiety generally occurs when we feel Out of Control. When it comes to medical procedures, this can be very true. A hospital can feel like a very big and frightening place for anyone, and having a blood test, having an MRI scan, or having a cannula inserted can all feel like situations over which we have no control.

The cycle overleaf shows how anxiety can show up for a young person who needs to have a blood test done. 

[image: ]                                                                        THOUGHT
                                  “This is going to hurt. The last time I had a blood                    
                              test it hurt… It will hurt again this time”
					       OR							     “I cried the last time. What if I cry this time? It will                                                           				  be so embarrassing”										   OR					
            “Lucky I ran away last time, I avoided something that would have been  
                                                     awful!!


[image: ]
        ACTION                                            EMOTION                                                                                                                                 
              Run Away	                                                                             ANXIETY
               Hit Out	                                                    PANIC                       																
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                                                                   Physical Sensations

                             Body starts to get ready for coping with the
                                threat; that is, the needle/doctor/nurse.
                             Heart starts racing, harder to breathe, feel
                                  sick/dizzy, limbs shaking, sweating 

So we can see how coping through avoidance - fighting back (fight) or running away (flight) - seems like the most sensible thing to our brain; it works, in the SHORT-TERM! However, if this cycle continues, it gets harder next time…

Triggers
So, what are triggers? 
Triggers are situations or things that are around us that remind us of a frightening experience we have had. Sometimes these triggers might make us feel as though we are actually back IN the situation that we found so frightening. This can feel very unsafe. Triggers are very personal and are different for everyone. 

What does this have to do with Procedural Distress?
[image: Image result for cartoon picture of brain with medal]Sometimes our brain can do its job too well…
It can become super-watchful (we call this “hyper-vigilant”). It can pick up on triggers that might not always be obvious to us, or to other people.






Let’s think of our 5 senses. If we have had a tough time with a hospital procedure before, then triggers can be…

[image: Image result for cartoon nose][image: \\northerntrust.hscni.net\HomeFolders\A-Home\Maeve.Cushnahan\desktop\th2DFTYCSP.jpg]Something we see – like a needle, or the hospital doors, or    a nurses uniform, or even a sign that says “Hospital”

Something we smell – like disinfectant, or the 
perfume or cologne that our doctor or nurse wears


[image: Image result for cartoon taste]                         Something we can taste – like, the chewing gum we were
                    eating at our last procedure, or the food we had in 
                    the hospital canteen
                         [image: Image result for cartoon touch]
Touch – How something feels. Like the feeling of a chair
or hospital bedsheets against our skin, the feeling of
pressure on our bodies (like a time when we were held down), 
or the feeling of disposable gloves; like the ones worn by 
hospital staff

[image: Image result for cartoon ear]                              A sound; like trolley wheels on a corridor, or the
                        sound of footsteps, a noise that sounds like an MRI
                        machine, or the sound of something being
                  u     unwrapped. 
[image: ]	                                                                                                       
Or sometimes a feeling inside our body; like when our
heart skips a beat, or when we “catch” our breath 	

All of these things can be “triggers”; that is, they can be reminders of a hospital procedure that was very frightening. 
It is interesting to know that we don’t even need to have an actual memory of a frightening event. Sometimes our body remembers for us. This can explain why people might feel very anxious about procedures that were done when they were a baby, and when they were much too young for their brain to remember it. 

All of this – the triggers and the anxiety cycle – happen very fast! And it can feel very overwhelming. 
Can you think of any sounds/smells/tastes etc that make you feel anxious or uncomfortable?
________________________________________________________________________________________________________________________________________________________________________

Do you know why they make you feel this way? Or what they remind you of?
________________________________________________________________________________________________________________________________________________________________________



Can you link some of these triggers with a procedure you have had in hospital?
________________________________________________________________________________________________________________________________________________________________________

Do you think these triggers make it more likely, or less likely, that you will feel comfortable having that procedure again? 
                MORE LIKELY   		LESS LIKELY







So what can we do to help?
As we already mentioned, anxiety can often be very unhelpful. In the case of procedural anxiety, not only can the procedure itself be more painful when we are anxious (because our bodies are tense), but the behaviour that comes from anxiety can lead to horrible feelings afterwards. 
For example, imagine…
· A young person who feels so frightened that they run away; 
This may cause them to feel embarrassed, or disappointed, or to think that they “haven’t been brave enough”

· A teenager who feels so frightened that they cry; 
This may cause them to feel embarrassed, or silly, or to think that they “acted like a baby”

· A young person who feels so frightened that they hit out or kick – maybe hurting someone in the room; 
This may cause them to feel guilty, or embarrassed, or ashamed

All of this comes from anxiety and distress, which can make a young person feel out of control. The rest of this booklet focusses on ways to help you feel more in control, more relaxed, and less frightened when you next have a hospital procedure to manage. 


Some Strategies
When we are thinking about strategies that may be helpful at times when feeling distressed about an upcoming procedure, we think about the anxiety cycle discussed earlier. As mentioned, this cycle can happen very fast and can make the feeling of anxiety stronger. 
1. So, we want to try to break this cycle! 
                                            Thought

           Behaviour                                      Emotion

                       
                           Physical Sensation

2. The other thing to remember – “THE 3 C’s”
· CONTROL
Finding ways for you to have as much control over the situation as is possible. 

· COMMUNICATION
Making sure that everyone involved in the procedure is aware of the plan agreed to help you to feel more in control. 

· CREATIVITY
Finding ways to be as creative as possible with ideas that may help. 
1. Breaking the Cycle
The strategies you use will very much depend on your age and your interests. This means that your plan may be completely different from another young person; even if you live with the same medical condition, or if you need to have the same kind of procedure. You will probably have some very good ideas therefore as to things that might be helpful. 
[image: ]                        THOUGHTS - 
                        Once our alarm system detects a threat, our 
                        thoughts kick in; maybe…
                                        “this is going to hurt!”
                                          “I have no control” 
                           “I will get upset and embarrass myself”

The trick is to interrupt the cycle in 2 places; thoughts and physical sensations. You could try…

	Some Ideas

	Distraction
Choose something to bring to the appointment that will take your mind off the procedure; maybe a computer game, music, a book. Or something that you find comforting. 

Think about the thoughts you are having (and maybe do this beforehand). Remind yourself of the evidence against these thoughts; maybe “it did hurt last time, but not as much as I thought, and it didn’t last long”. “I was scared the last time, but I coped. I can cope this time too”. This is called thought-challenging and can be tricky, so don’t beat yourself up if it doesn’t work for you.
Imagine a place you feel safe. Think yourself through the detail of what this place looks like. 

Would it help to have someone else distract you? Maybe a parent or carer talking to you; telling you a story, chatting about your favourite things, maybe talking you through imagining your “safe place” or a fantasy scene.  

Bring yourself into the moment (anxious thoughts are about the future and “what’s coming”). Think of your senses; notice 5 things you can see, 4 things you can feel, 3 things you can hear, 2 things you can smell, and 1 thing you can taste.

It might help to allow yourself to be vocal; allowing yourself to scream, shout, or “ROAR” your way through your procedure (if roaring is ok with your doctor or nurse!!)

Control
Our thoughts tend to be calmer and more flexible when we feel more in control. 

This is something that it is very useful to think about in advance, and to communicate to your medical team. We will think about this more in a minute. 


	




Can you think of other ways to try to interrupt or distract from anxious thoughts?
________________________________________________________________________________________

[image: ]	BODY SENSATIONS -
                              As mentioned earlier, when our bodies produce adrenaline 
                 to get ready for action to protect ourselves, there are
                 some side-effects. Maybe…
                 shallow/fast breathing, fast-beating heart, feeling
                 hot/sweaty, feeling dizzy/sick, muscles tight/tense

The trick is to try to do something that will make our bodies feel THE OPPOSITE to these side-effects. So…
· Slow down our breathing, make it deeper
· Slow and deep breaths will slow down our heart rate
· Cool ourselves down
· All of these will reduce feeling dizzy or sick
· Relax our muscles, make them loose and soft

You could try…
	Some Ideas


	
Slow down breathing
Picture your breath in your body, as a colour, or a river, or something you can see. Breathe deep into the bottom of your tummy. Breathe in (count to 7), breathe out (count to 11). 

Or imagine a birthday party, with a big cake with lots of candles! And practice blowing them out…

Would it help for someone to guide your breathing? You could ask your parent or carer to help; maybe sit in front of you, breathing slow and steady. 
Bubbles are always great, no matter what age you are!!

There are lots of breathing relaxation scripts online and apps that are available to guide you through breathing exercises. An app guide is attached at the end of this booklet. Might be worth a look!

Relax your muscles
Try deliberately tensing your muscles, hold… (10 seconds)… and release. Take each muscle in turn, working your way up your body. Start with your calves, then your thighs, and so on. 

If massage helps, give it a go. You can ask an appropriate person to help if you like. 

Keep Cool!
Wear something loose, especially around your neck. Wear layers so you can easily cool off. Bring a cold drink with you, bring a mini-fan if the room doesn’t have one.






Can you think of other ways to help your body do the opposite of the side-effects of anxiety?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

There is no reason why you cannot be as creative as you would like when you are thinking about strategies that may be helpful for you when having a procedure. HOWEVER, it is very important that you discuss these with your doctor or nurse. There may be very good reasons why some strategies are not possible. It is much better to know this ahead of time, rather than finding out on the day of your procedure. That might just add to your anxiety…


2. “The 3 C’s”
Now let’s think about Control, Communication and Creativity.
· CONTROL
Feeling out of control is the main reason we tend to feel anxious. It makes sense, therefore, to think about ways that a person having a procedure can have as much control as is possible. The procedure itself may feel out of your control, but there are lots of things around it that may be more flexible…
Consider the following questions; 
Have a think about your medical procedure as a whole; including the time leading up to it. 
· Did you know about the procedure in advance? Did your parent/carer tell you about it? Did you know what was going to happen – for example, did you know that at your review appointment you may be asked for a blood sample? Does it help to know in advance?

· Have a think before your procedure about the things that YOU can do, or your PARENT/CARER could do, to help you prepare for your appointment. Maybe consider the strategies listed in the table earlier. Or any ideas of your own?

· What helps reduce other worries on the day of the appointment? 

Is there a person you prefer to go with you? Do you like to go early? Or just in time for the appointment? Do you want to wait in the waiting area? Or maybe take a walk around the hospital grounds and come back when you are called? Does it help to have something lovely planned for afterwards?

· Is there a doctor or nurse that you know better, or have had a good experience with, or who you trust more? Think about asking them if they can do your procedure. 

· When in the appointment, what helps? Does it help to use numbing cream or spray? Who would you like to have with you? Is it better to have as few people as possible? Does it help to sit in a chair with your feet on the floor (like for a blood test or cannula insertion) or do you feel more comfortable lying down? Have you enough air? Is there a window that can be opened or that you can sit beside?

· Can you agree with your doctor/nurse the level to which you would like to be involved? Would you like to see the needle or butterfly? Or would you prefer to look away? Would you like them to explain to you what they are doing and maybe do a countdown? Or would you rather they talk to you about something completely different? Is it ok for them to gently hold your arm, hand, or other part of your body if needed? Is there a “safe word “ you can agree that will let them know that you need a break? 

· Is there a point when you agree to maybe take a longer pause and rearrange your appointment? This may not always be possible… but it’s good to have talked to your team about it beforehand. 


· COMMUNICATION
Once you think about your answers to the questions above, have a think about the information you would like to share with others.  There is a record form at the end of this booklet that may be helpful to complete and to share with your team? Or maybe you would like to pass this information to your parent or carer, or another adult and ask that they share it with your team? Maybe you have a nurse, doctor, OT, Speech and Language Therapist, Dietician, or Play Therapist that you feel you can talk easily to?
Communication refers to finding a way to make sure that all the people who need to know the information, are aware of your thoughts. You can do this by talking in person, on the phone, writing a letter, or by email/text (if this is how you communicate with your team). 

·  CREATIVITY
Be as creative as you can when you are thinking about what might help. There is no such thing as a silly idea. You never know what your medical team (or other people around you) may be able to do, and are willing to do, to help. And if you don’t ask, you will never know what is possible!

The End
We hope that you have found something helpful in this booklet. Maybe something new that you didn’t know before? Or maybe it helped to confirm some of the thoughts or ideas that you have already had. 
We wish you all the best with your hospital procedure. Hopefully this booklet has helped you to think about the ways you can contribute to your upcoming procedure appointment, to make it feel a little less worrying. 
Remember, if you feel you would like more advice or support in relation to coping with medical procedures, talk to your medical team. They can help link you in with the supports that are available.  


APPENDIX 1
Mindfulness, Mental Health & Wellbeing Apps

· “Smiling Mind” 
This is a mindfulness meditation app developed by psychologists and educators in Australia suitable for all the family; with parents/carers having the option to create sub-accounts for children. There are a wide range of mediations for both adults and children; each of a different length and with a different focus. For example, stress management, sleep, and everyday mindfulness. 

Suitable for: Children aged 7+ & adults (you can select different programmes). 
Availibility: Free on iOS and Android 


· “Calm” 
Calm is a suitable meditation app for beginners, which also includes hundreds of programs for intermediate and advanced users. Guided meditation sessions are available in lengths of 3mins, 5mins, 10mins, 15mins, 20mins or 25 mins - so you can choose the perfect length to fit with your schedule. There are also a number of sleep stories aimed at improving sleep. 

Suitable for: This app is suitable for older teens and adults. There are some sleep stories and meditations aimed at children but these are not free. 
Availability: Free on iOS and Android 



· “Stop, Breathe, and Think” & “Stop, Breathe and Think Kids” 
Stop, Breathe and Think is an interactive app which asks you to rate how you are feeling physically, mentally and emotionally, and then recommends short guided meditations, yoga and acupressure videos, tuned in to how you feel. 
Stop, Breathe & Think Kids is the child-friendly version which offers children a fun and easy way to identify and process their emotions. Children can check into how they are feeling using fun emojis, and they can try recommended mindful “missions” and meditations tuned to those emotions. Stickers reward their progress and keep the mindful activities engaging. 
Suitable for: Older teens and adults, and children aged 5-10 years (for the kids version)
Availability: Both versions are free on iOS and Android 


· “Breathe, Think, Do with Sesame Street”
Breathe, Think, Do with Sesame Street is intended for parents and caregivers to use with their young children (ages 2-5 years) to help teach skills such as problem-solving, self-control, planning, and task persistence. 
The colourful app shows a monster facing various everyday challenges, from battling with the frustration of trying to tie its shoelaces to feeling wobbly on its first day of school. In each scenario, your child has to help the monster breathe to calm down (by tapping on its belly), think of a plan (by popping thought bubbles: in itself a very soothing exercise) and then do it (by choosing which of three plans to put into action). Once the monster is calm and has solved the problem, there’s a cheerful animation for your child to watch. There is also a resources section for parents/carers. 

Suitable for: Children aged 2-5. 
Availability: Free on iOS and Android 
· “Super Stretch” 
Super Stretch is a fun, interactive yoga app created for children which offers a guide to 12 different yoga poses for all skill levels aiming to teach the fun of physical activity and breathing to children. The app also features animated flashcards to teach how to do the poses and incorporates breathing breaks. 

Suitable for: Children aged 4-12. 
Availability: Free on iOS 


· “Mindshift”
MindShift is a free app designed to help teens and young adults cope with anxiety. The app provides a variety of methods for young people to respond to anxiety including; developing their knowledge of anxiety and symptoms, engaging in relaxation tasks, evaluating their level of anxiety in particular situations, developing realistic thinking patterns and changing behaviour. Specific tools help users tackle issues such as improving their sleep quality, dealing with perfectionism, and handling conflict. These tools address everyday situations that contribute to increased levels of anxiety, in order to help users change their overall relationship with anxiety. The goal is to help young people learn and practice anxiety coping skills. 

Suitable for: Teenagers and young adults. 
Availibility: Free on iOS and Android 







My Coping Strategies
Helping Me Stay as Calm as Possible for Medical Procedures
[bookmark: Your_personal_information]
Name:

	
Date of Birth: 	










Parent Details

Name: 		


Address: 	
	

Phone Number: 	

















About Me

Here you might include some important things about you, maybe your age, the town where you live or school you go to, what you really like to do, or things you like 






































	
Things about Medical Procedures that Can Make Me Anxious
Here you might say what procedure/s you find scary, and what you don’t like about it
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Things I am going to do to help me stay as calm as possible
It might help to look through the booklet and see what you think would work
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	Things my parent/carer plans to do to help me stay as calm as possible
Maybe ask the person who is coming with you what they think would help and write it here
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Things my doctor/nurse can do to help me stay as calm as possible
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Thank you for taking the time to read my ideas!



Completed By:
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