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Communication and Parkinson’s
People with Parkinson’s may find they have problems with different kinds of communication, including speech, facial expressions and writing.
This information sheet looks at what difficulties you may experience, why they happen and what can be done to help. It also includes advice for family and friends.
Speech
“Writing is no problem for me, but talking and listening to people can be. I have times when I struggle to put things into words and I mumble.” Steve, diagnosed in 1999
Many people with Parkinson’s have some speech problems when they first develop the condition. These may make everyday activities, such as talking to friends or using the phone, difficult.1
For example, your voice may be slurred, hoarse or unsteady, or quieter than it used to be. You might find it hard to control how quickly you speak - this can make it difficult to start talking and may make your speech get faster and faster. Some people with Parkinson’s also find their voice can sound monotonous.

These problems can make it hard when you’re talking to someone. Taking your turn to speak, following fast-changing topics or interrupting might be difficult, and so you may find yourself just giving minimal responses. Taking the lead in conversations can also be challenging. 

What can help?

Medication

If you’re having problems speaking, Parkinson’s medication, such as levodopa, might help improve the volume and clarity of your speech.2
However, in some cases, Parkinson’s medication can contribute to speech problems. The ‘on/off’ syndrome is a potential side effect of levodopa and some other Parkinson’s medication.2 ‘On’ means your drugs are working and symptoms are well controlled and ‘off’ is when there is no response to medication and your symptoms become much more of a problem. 
As well as affecting your movement, the ‘on/off’ syndrome can affect your speech and body language. For instance, your voice may be louder and easier to understand when you’re ‘on’ but be quiet and difficult to understand when you’re ‘off’. This can be really frustrating, but there are ways to adjust life around ‘on/off’ periods.

Find out more: see our information sheet Motor fluctuations in Parkinson’s.  

Speech and language therapy

Speech and language therapists are healthcare professionals who can help with all aspects of communication, from facial expression and body language to speech and communication aids.
The NICE Guideline for Parkinson's recommends that access to speech and language therapy should be available to everyone living with Parkinson’s.3 We recommend that you try to speak to a speech and language therapist as early as you can. They may be able to suggest exercises and techniques to overcome some of the challenges you are experiencing. You should find it helpful to have regular check-ups so you can be given specific exercise programmes as changes occur in your speech.4
In most areas, you will be able to get in touch with a speech and language therapist through the speech and language therapy department at your local hospital. Referrals can also be made through your GP or specialist.

You can also contact your local information and support worker to find out details of speech and language therapy services in your area. Contact details for your local information and support worker can be found at parkinsons.org.uk/isw or by calling our helpline on 0808 800 0303.
Find out more: see our information sheet Speech and Language Therapy. 
Training your voice

You can try to train your voice by following a few simple rules. You might have to make a bit of an effort at first, but practice will help. 

· Difficulty speaking can be frustrating, but it’s important to try to stay as relaxed as possible. The way you sit or stand must feel easy and comfortable. 

· Try to imagine that you are speaking in a bigger room than you are, because this will help you to speak clearly and loudly. Many people with Parkinson’s don’t realise they speak quietly, so it might be better to feel that you are speaking too loudly than too softly. 
· Try to make your tongue, lips and jaw work hard to make all the sounds in a word clear. 

· You might find it useful to practise saying things in a simpler way. Try to keep sentences short. 

· Remember, it’s important to keep speaking and stay sociable. Hobbies such as singing might help exercise your voice and breathing muscles. 

Computers and the internet

You might find it easier to use other methods of communication sometimes. For example, if you have access to a computer, using the internet and email can be a useful way to stay in touch. An occupational therapist can advise you on customising your computer so it’s easier for you to use. 

Find out more: see our information sheets Occupational therapy and Parkinson’s and Computers, the internet and useful websites.
Tips for family and friends

Difficulties with communication can be upsetting and frustrating for the person with Parkinson’s and for those around them. But there are some basic things family and friends can try, to make life a little bit easier. 

This advice may not be suitable for every person or situation, so it’s important to consider the most appropriate thing to do. 

· Be patient and give the person affected time to talk. They may need extra time to talk and respond, so try not to interrupt them or walk away. 

· Give them the opportunity to talk and encourage them to join in the conversation if it’s appropriate, but don’t pressure them to speak. 

· Talk normally and don’t shout. 

· Listen carefully. 

· Vary the tone of your voice and relax. Stress can be heard in your voice. 

· Use short sentences and stress key words. It will also help not to ask difficult questions. 

· Make sure they can see and hear you.

· Be reassuring and help the person affected to relax if they are visibly stressed when trying to talk. For example, they might appreciate it if you hold their hand if they are having trouble speaking. 

· If you didn’t understand what someone has said, ask them to repeat it but louder or in another way. Try not to pretend you have understood if you haven’t.

· Try not to talk for them, unless it’s absolutely necessary.

· Don’t insist that they pronounce each word perfectly. 

· Avoid finishing their sentences. 

· Don’t accidentally ignore the person affected by asking someone to speak for them. 

· Try to avoid speaking above noise, such as a TV or radio, and try not to be too far away, for example, in another room, when talking.

A speech and language therapist will be able to give you more advice on what you can do to make communication a bit easier.  
Facial expressions and body language

People with Parkinson’s can have issues with facial expression because of difficulty controlling facial muscles.5 Sometimes you may make expressions that you didn’t plan to make. At other times you may find it difficult to smile or frown. This can make it hard to show people how you feel about a situation or something they are saying. 

Your body language can also be affected by Parkinson’s symptoms – this can include slowness of movement (also known as bradykinesia,) stiffness and tremor. These symptoms can reduce body or hand gestures and make head and neck movements more restricted. Starting movements can be hard and can become slower and more clumsy.

Involuntary movements (also known as dyskinesia) can be a side effect of Parkinson’s medication.6 These can affect any part of the body, including the face and mouth. As a result, people with Parkinson’s may be unable to control their movements to speak and communicate.
What can help?

Speech and language therapy

A speech and language therapist can help with your speech, voice, facial expressions and communication in general 

Physiotherapy

A physiotherapist will use physical treatments, including exercise, to help manage any stiffness in your joints and restore the strength in your muscles. This might help improve your ability to move and make it easier to control your body language.  
Parkinson’s alert card 

This is a small plastic card you can carry with you to tell people you have Parkinson’s. It’s useful in case of emergencies, or when you’re having problems with movement or communication. You can order an alert card by calling 01473 212115 or by emailing resources@parkinsons.org.uk
Writing

“My handwriting used to be OK, but since my diagnosis it has become virtually illegible.
I use a computer now because it allows me to continue communicating.” Ali, diagnosed in 2005
Many people with Parkinson’s experience problems with handwriting. This can be caused by tremor, lack of co-ordination, stiffness and a difficulty controlling small movements. 

Your handwriting may have become spidery or difficult to read. You may also find your writing starts off normally, but becomes smaller and smaller. This is known as micrographia.5
What can help?
An occupational therapist will be able to give you advice about handwriting and suggest ways of overcoming particular problems. They can be contacted directly or a referral can be made by your GP, specialist, local community health services or social services/social work department.

Find out more: see our information sheet Occupational therapy and Parkinson’s. 
Practical tips 

Difficulty in writing can be frustrating, but there are some things you can do to make it a bit easier. 

· Using pens and pencils with a thick or padded barrel might help you get a better grip.

· If you have a tremor, a weighted cuff may give you more control. The Disabled Living Foundation can advise you on where to get one - its contact details are given at the end of this information sheet.
· Use a clipboard or a non-slip mat to stop the paper slipping.

· It’s important that you try to take your time. After writing a line, try to stop, relax, breathe deeply and stretch using wide arm movements. Push down through your arms before starting again. 

· You could try using a dictation machine or tape recorder to record voice messages instead of writing. Some mobile phones are also able to record and play back speech. 

· Some people find electronic typewriters, word processors and computers can be useful. Using the internet and email is also a useful way to communicate. 

· Computer software programs are available that act like a dictation machine, letting you send dictation by email or the internet. 

· If you need to sign a cheque or document, you could ask someone else to fill in the details for you, so that you just have to add your signature. 

Alternatives to using a signature

Writing your signature on things like cheques or bill payments can be difficult if you have problems writing, but there are some things you can do to tackle the problem.

Credit or debit card template  
This is a plastic guide with a hole where the signature should be and can help make it easier to sign in the right place. Talk to your bank about whether they provide these. 

Changing your signature  
Speak to your bank about accepting a simpler signature. For example, you might find it easier to write your first initial and surname, instead of writing your name in full. 

Identification cards  
Some banks offer credit cards that can show your photo next to the signature – you might also use a passport or driving licence as proof of identification.

Rubber stamps 
You might find it useful to use a signature stamp. Some banks provide them and you can buy them in most stationery shops for about £20. 

Please note, however, that in Scotland rubber stamp signatures are not generally accepted.

Avoid using cheques for payments  
Try to use Direct Debit or standing orders to pay regular bills, subscriptions or regular donations. Many utility companies give a discount for payment by Direct Debit so it may be useful to make enquiries.

Chip and PIN cards  
Although the main purpose of the Chip and PIN system is to cut credit card fraud, it may also help people who have trouble writing signatures. 

Telephone or internet banking  
Many people manage their finances in this way, which avoids the need for signatures. 

More information and support

We provide information and support for people affected by Parkinson’s through our website, helpline, publications and other resources. 

You can also receive one-to-one support through our UK-wide team of information and support workers. We also have local groups and an online forum, where people can share their experiences of living with Parkinson’s. See back page for contact details. 

AbilityNet is a charity that can help you adapt and adjust your computer to make it easier to use. 

AbilityNet

PO Box 94

Warwick

CV34 5WS

Call (from home) 0800 269545
Call (from work) 01926 312847
Textphone 01926 312847
Email enquiries@abilitynet.org.uk
Visit www.abilitynet.org.uk

The Disabled Living Foundation provides information and advice on aids and equipment such as products to help with handwriting. 

Disabled Living Foundation

380-384 Harrow Road

London W9 2HU

Call 020 7289 6111
Helpline 0845 130 9177

(Mon-Fri, 10am-4pm)

Textphone 020 7432 8009
Email centre@dlf.org.uk
Visit www.dlf.org.uk

Thank you to everyone who contributed to and reviewed this information sheet:

Kirsten Turner, Parkinson's Disease Specialist Lecturer and Practitioner
Julia Johnson, Clinical Specialist Speech and Language Therapist (Neurology)

Thanks also to our information review group and other people affected by Parkinson’s who provided feedback.

How to order our resources
Call 01473 212115
Email resources@parkinsons.org.uk
Visit parkinsons.org.uk/publications

Parkinson’s UK makes every effort to make sure that its services provide up-to-date, unbiased and accurate facts. We hope that these will add to any professional advice you receive and will help you to make any decisions you may face. Please do continue to talk to your health and social care team if you are worried about any aspect of living with Parkinson’s.
We’re the Parkinson’s support and research charity. Help us find a cure and improve life for everyone affected by Parkinson’s.

Can you help?
At Parkinson's UK, we are totally dependent on donations from individuals and organisations to fund the work that we do. There are many ways that you can help us to support people with Parkinson's. If you would like to get involved, please contact our Supporter Services team on 020 7932 1303 or visit our website at parkinsons.org.uk/support. Thank you.

Parkinson’s UK

Free* confidential helpline 0808 800 0303 
(Monday to Friday 9am–8pm, Saturday 
10am–2pm). Interpreting available.

Text Relay 18001 0808 800 0303
(for textphone users only)

hello@parkinsons.org.uk

parkinsons.org.uk

*Calls are free from UK landlines and most 
mobile networks.
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References
1 Miller, N et al (2008) ‘How do I sound to me? Perceived changes in communication in Parkinson's disease’ Clinical Rehabilitation; 22(1):14–22 
2 Ho, A K et al (2008) ‘For better or worse: The effect of levodopa on speech in Parkinson's disease’ Movement Disorders; 23(4):574–80

3 National Institute of Health & Clinical Excellence Parkinson’s disease: National clinical guideline for diagnosis and management in primary and secondary care (2006) p.16

4 Fox et al (2006) ‘The Science and Practice of LSVT/LOUD’ Seminars in Speech and language therapy; 27(4) 

5 Jankovic J (2008) ‘Parkinson's disease: clinical features and diagnosis’ Neurol Neurosurg Psychiatry  79(4):368–76
6 Schapira AH et al (2009) ‘Levodopa in the treatment of Parkinson's disease’ Eur J Neurol;16(9):982–9
	Communication

	If you have comments or suggestions about this information sheet, we’d love to hear from you. 
This will help us ensure that we are providing as good a service as possible.

We’d be very grateful if you could complete this form and return it to Information Resources Team, Parkinson’s UK, 215 Vauxhall Bridge Road, London SW1V 1EJ. Or you can email us at 
publications@parkinsons.org.uk. Thanks!
Please tick..

	( I have Parkinson’s. When were you diagnosed? ……………………………………………………...

	( I’m family/a friend/a carer of someone with Parkinson’s
	

	( I’m a professional working with people with Parkinson’s 


	

	Where did you get this information sheet from? 
	

	( GP, specialist or Parkinson’s nurse
	( Information and support worker

	(Parkinson’s UK local group or event
	(Sharward Services

	( Our website
	
	( Other

	How useful have you found the information sheet? (1 is not useful, 4 is very useful)  ( 1  ( 2

                                                                                                                                      ( 3  ( 4

	Have you found the publication easy to read/use?   ( Yes ( No

	What aspects did you find most helpful?..............................................................................................

…………………………………………………………………………………………………………………...

	Were you looking for any information that wasn’t covered?.................................................................

…………………………………………………………………………………………………………………..

	Do you have any other comments?.....................................................................................................

…………………………………………………………………………………………………………………..

	If you would like to become a member of Parkinson’s UK, or are interested in joining our Information Review Group, please complete the details below and we’ll be in touch.



	( Membership    ( Information Review Group (who give us feedback on new and
                                 updated resources)


	Name…………………………………………………………………………………………………………..

	Address………………………………………………………………………………………………………..

	Telephone…………………………………………    Email…………………………………………………..
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