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Introduction

The information in this pack has been devised to support Practitioners to work with patients with a learning disability.

It gives advice and guidance and links to information on issues such as communication; a screening tool to assist in the identification of patients with a learning disability; information on the Mental Capacity Act (2005); Best Interest guidelines; information on current legislation and issues pertinent to people with a Learning Disability.  

Who we are
Coventry and Warwickshire Partnership NHS Trust provides mental health, learning disability and children’s services to the population of Coventry and Warwickshire. The Trust also provides learning disability services for Solihull, in addition to providing a range of specialist health services to people across the UK. 

In a typical day, the Trust sees nearly 5,000 patients from an overall catchment area with a population of more than one million people.

To find out more about the Trust, visit www.covwarkpt.nhs.uk.

About the Adult Community Learning Disability Teams
Our service is currently commissioned to provide assessment and intervention to support adults with a Learning Disability. To meet our service criteria, a person must have:

· [bookmark: _Hlk116899617]A global impairment in intellectual functioning (otherwise referred to as Intellectual or Learning Disability). To help people understand what this means, we define this as an IQ of 70 or less.
And
· An identifiable health need that is extensive and highly complex so that it cannot be met by mainstream NHS services alone. The need may be medical, nursing, psychological, social, communication and physical health needs in addition to their cognitive impairment.

CLDT’s are not commissioned to provide a service to people with a learning difficulty (e.g. autism, dyslexia, ADHD) unless they also have a Learning Disability. They are also not commissioned to diagnose a person’s learning disability.

These are the different disciplines in the community learning disability teams:

· Registered Learning disability nurses
· Occupational therapy (including meaningful engagement, Sensory processing)
· Psychiatry
· Psychology (including arts therapists)
· Physiotherapy
· Speech and language therapy (including dysphagia specialists)


Referral process

Referrals into Community Adult Learning Disability Services throughout Coventry, Warwickshire and Solihull are managed by our Learning Disability Referral Team

A referral form can be found in appendix 1 of this document


Please return to:
 

[bookmark: _Hlk177558558]Learning Disability Referral Team, 
The Loft, 
Manor Court Avenue
 Nuneaton
 CV11 5HX 

Tel: 0300 131 2320. 

 Email: LDreferrals@covwarkpt.nhs.uk



Please include detailed information in your referral to the community learning disability team pertinent to the referral criteria:

· The global impairment in intellectual functioning/Learning disability (please see following pages for guidance on how/when this is indicated and types of evidence the service will accept)
And
· The identifiable health need that is extensive and highly complex so that it cannot be met solely by mainstream NHS services.



[bookmark: _Hlk116315264]If you are unsure whether a referral meets the above criteria or if you need general support and advice, please email:

CLDTGPadvice@covwarkpt.nhs.uk

Please note that this is not a referral line.







Referral process: Children with moderate to severe learning disabilities


Referrals should be submitted to:-
 
Rise Navigation Hub
Floor 2 Swanswell Point
2 Stoney Stanton Road
Coventry
CV1 4FS
 
Telephone: 03002002021
Website: www.cwrise.com 

Rise Navigation Hub Referral Form.pdf[pdf] 295KB
RISE - Navigation Hub Referral Form.docx[docx] 245KB

The Childrens Community Learning Disability Team will accept referrals via the Rise navigation service for all children with a moderate to severe Learning Disability and behaviours that challenge where needs cannot be met within Primary care services. 
The Children’s Leaning Disability Team consists of 
· Registered Learning Disability Nurses, 
· Consultant Psychiatry
· Clinical Psychology, and a music therapist
· Speech and language therapists
· Occupational therapists

The team are centrally based in Coventry, but work across Coventry, Rugby, North Warwickshire and South Warwickshire and work with ages birth to 18 years of age. 








What is a learning disability?

Learning disability may be defined as a state of arrested global development, occurring pre-, peri- or postnatally. Some people with a learning disability may have an identifiable cause for their condition, for example genetic condition such as Down syndrome. For many people it is not possible to identify the primary cause of learning disability – the important factor to recognise is the functioning ability of the individual. 

People with a learning disability present with a wide spectrum of care needs, ranging from a person who is totally dependent on others for all aspects of care, to individuals who, while appearing independent, have specialist health needs such as behaviours of concern, mental health issues or epilepsy etc.

A learning disability is a permanent condition and is nearly always present from birth however, this can sometimes not be recognised until children fail to reach milestones in their development such as sitting/talking. A learning disability will always be present before adulthood.

The nature and degree of people’s learning disability varies widely and will affect the kind of support that they may require. Someone with a learning disability finds it more difficult to understand new or complicated information and may need extra time to process information. They also find it harder than other people to learn new skills. These may be practical everyday things like tying shoelaces or social skills such as holding a conversation. Some people may not speak and need to find other ways of communicating with those around them. Some need help with everyday things like getting dressed or preparing a drink. Others will live quite independently with much less assistance.

To have a learning disability three criteria must be present:
1: Global or general (not specific or narrow) deficits in intellectual functioning, the person has significantly reduced ability to understand new or complex information, to learn new skills, formally assessed as a Full-Scale IQ score of less than 70.
2: Deficits in adaptive functioning: The person is reliant on the support of others in most aspects of their life 
3: Started before the age of 18 years and is a permanent, irreversible state
It is important NOT to confuse learning disability with the following:
a. Learning difficulty (such as dyslexia, dyspraxia, dyscalculia) Specific scholastic problems 
b. Mental illness 
c. Brain Injury in adulthood 
d. Cerebral palsy
e. Autistic Spectrum Disorder/Asperger’s Syndrome with no effect on IQ
f. Epilepsy or Neurological conditions with no effect on IQ
[bookmark: _Hlk116981858]Learning disability categories
	
Learning Disabilities are categorised into four degrees of severity: mild, moderate, severe, and profound. Psychometric testing, which scores an individual’s intelligence quotient, can assess this.
	Category of
Learning Disability
	IQ Range
	Typical Abilities
(Based on ICD-10)

	Mild
	50 – 70
	- Hold conversation.
- Full independent in self-care.
- Practical domestic skills.
- Basic reading and writing.
- Many adults will be able to
   maintain good social relationships and employment.

	Moderate
	35 – 50
	- Limited language.
- Need help with self-care.
- Simple practical work (with
   supervision).
- Usually fully mobile.
- Most adults will achieve a degree of independence and will require varying levels of support.

	Severe
	20 – 35
	- Use of words and gestures for basic needs.
- Activities need to be supervised.
- Work only in very structured
   situations.
- Movement problems common.
- Ongoing support / supervision
   required

	Profound
	Below 20
	- Unable to understand requests.
- Very limited communication.
- Little or no self-help skills.
- Usually incontinent with severe impairment to mobility.
- Will require support to fulfil all daily living skills.





Learning Disability Indicators


Some of the following questions may help you to explore whether the person has indicators of a Learning Disability:

· Does the person have a statement of special educational needs? Or Education Health Care Plan (EHCP)? What was this for? e.g. learning disability.
· Where does the person live? e.g. supported accommodation, family home as an adult where they are supported by parents.
· Has the person had special schooling because of their learning disability? 

It is unlikely that someone has a learning disability or global developmental delay if:-
· They can read a newspaper article, understand, and discuss it.
· They write grammatically correct sentences and develop a complex story.
· They live alone without support.
· They have a paid employment which they attend without support or reasonable adjustments.
· They manage their finances /use a bank account independently and pay household bills.
· They travel independently to new places or use multiple means of transport.
· They hold a full driving licence.
· They have gained academic qualifications in school and further education.

Improving identification of people with a learning disability: guidance for general practice

This information can be useful to include on a referral for to the Community Learning Disability team and can support you to make an entry onto the GP register.

People do not need a formal diagnosis of a learning disability to be referred to specialist LD services. However, we do require evidence of learning disability indicators as detailed in this document alongside a health need that cannot be met in mainstream services even with reasonable adjustments.
If a formal diagnosis of a learning disability is required for example for legal proceedings, then this would need to be commissioned separately. The British Psychological Society hold a register of Chartered Psychologists who can be approached to complete such work. Please follow the link below to access this register.

BPS > Psychologist search > Directory of Chartered Psychologists
As the information on this link advises please check the Psychologist is also registered with the Health and Care and Professions Council who are the regulator for Practitioner Psychologists.


[bookmark: _Hlk120716608]When a Learning Disability diagnosis is not appropriate

Some people may have no previous diagnosis of Learning Disability and there can be a desire to try to seek a diagnosis to increase support for the person. It is important that the support comes from the best source. 

The term ‘learning difficulty’ can often be confused for a ‘learning/intellectual disability’. 

Here is a summary of the key differences:

	Learning Disability or 
Intellectual Disability
	Learning Difficulty

	
· [bookmark: _Hlk116893384]Has an impact on most areas of a person’s life and skills and includes:

· A significant reduced ability to understand new and complex information (impaired intelligence)

· Reduced ability to cope independently (impaired social functioning). i.e., everyday skills such as travelling, budgeting, domestic skills etc.

· These difficulties started in early childhood and influence all aspects of development.

· Cannot be cured will be lifelong.


	
· [bookmark: _Hlk116893351]Has a specific effect on one area of a person’s life (reading, writing, counting, coordination, speech)

· Specific difficulty in learning often in an educational context:

1. Dyslexia (difficulties with reading)
2. Dyspraxia (difficulties with planning, executing tasks and coordinating movement (person can be viewed as clumsy)
3. Dyscalculia (difficulties in learning and comprehending numbers)
4. Other linguistic difficulties

· It’s remediable or can be improved with intensive teaching and support.

· Has strengths in other areas

· Development in other areas is as expected for age or peer group





People with a Learning difficulty often don’t wish to be associated with a Learning disability service as they are often more able than others around them.

[bookmark: _Hlk116935500]People with a Learning Difficulty will not be eligible for a service within the community Learning Disability team.

My Patient has a Learning Disability. Next steps…

[bookmark: _Hlk116935637]Many professionals will have seen recent and historic media footage around people with a learning disability such as:




BBC iPlayer - Panorama - Will the NHS Care for Me?

[bookmark: _Hlk120716651]Learning from Lives and Deaths, people with a learning disability (LeDeR)

· LeDeR is a service improvement programme for people with a learning disability established in 2017.

· LeDeR works to: improve care for people with a learning disability and prevent early deaths

· Looks at key episodes of health and social care the person received that may have been relevant to their overall health outcomes.

· Looks for areas that need improvement and areas of good practice.

· This helps to reduce inequalities in the care and aims to reduce the number of people dying sooner than they should.

· A LeDeR review looks at key episodes of health and social care the person received that may have been relevant to their overall health outcomes. (https://leder.nhs.uk/about) 
                         
                                       

20231019_LeDeR_action_from_learning_report_FINAL.pdf

Coventry and Warwickshire Annual LeDeR report 2023 /24 
LeDeR - Happy Healthy Lives









YOU can improve one life… many lives with simple strategies:

The Mental capacity Act 2005

Does the person have Capacity to consent to their service:

C.U.R.E Able to Communicate, Understand, Retain, Evaluate?
I.D (Impairment or Disturbance of the mind?)

If the persons capacity is in doubt is it in their best interests?

Mental Capacity Act - Social care and support guide - NHS

Reasonable adjustments

What reasonable adjustments could you put in place to enable people with vulnerabilities to access your service? (think simple!) 
 
The 4 P’s The 4 P’s Reasonable Adjustments Model

What are Reasonable Adjustments? | AbilityNet

Reasonable adjustments for people with a learning disability |(video)


[bookmark: _Hlk181623561]STOMP: Stop over medicating people with learning disabilities- consider referrals to specialist teams for interventions that may reduce the need for inappropriate medication for behaviours

NHS England » Stopping over medication of people with a learning disability and autistic people (STOMP) and supporting treatment and appropriate medication in paediatrics (STAMP)

Stopping Over-Medication of People with a Learning Disability, Autism or Both

Medicine Information - Learning Disabilities Medication Guideline - University of Birmingham

https://www.england.nhs.uk/learning-disabilities/improving-health/stomp/

[bookmark: _Hlk120716947]
Regular Annual health checks

People with a learning disability often have poorer physical and mental health than other people. An annual health check can improve people’s heath by spotting problems sooner.

Anyone over the age of 14 with a learning disability is eligible to have an annual health check.

The below resources can help you to prepare for the conversation, manage the appointment and follow up: check in, check-up, checkout






                           





                                         






         



















Useful Resources for Patients


Cancer Screening 

An easy_guide_to_cervical_screening

An_easy_guide_to_breast_screening

 An easy read guide to bowel cancer screening
[bookmark: _Hlk116889153]
Dysphagia


https://www.youtube.com/watch?v=qXCn0JTPEZs    dysphagia video 


Pain Scale


[image: ]










General information

Adult Learning Disability and Autism Services | Coventry and Warwickshire Partnership NHS Trust

· LeDeR
· Learning from Lives and Deaths - people with a learning disability and autistic people (LeDeR) (kcl.ac.uk)

· Confidential Inquiry into People with Learning Disabilities
· http://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf

· CWPT Learning disability GP resource repository
https://www.covwarkpt.nhs.uk/learning-disability-and-autism-support-hub

· Death By Indifference
· https://www.mencap.org.uk/sites/default/files/2016-06/DBIreport.pdf

· RCGP Health Check Toolkit
· https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/health-check-toolkit.aspx
· http://www.easyhealth.org.uk/ 

· https://www.mencap.org.uk 

· The Disappearance of Margaret
· https://www.bbc.co.uk/programmes/m000d2cw

· Dying for a poo  
· https://www.bristol.ac.uk/media-library/sites/sps/leder/ConstipationJANnewsletter.pdf
· Constipation resource pack



· LeDeR Covid -19 deaths of people with learning disabilities
· https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
· https://www.england.nhs.uk/publication/improving-identification-of-people-with-a-learning-disability-guidance-for-general-practice/ 

SUDEP
Clive-Treacey-Checklist-Guidance.pdf

           Dimensions tool link Dimensions - Home 


Appendix 1
REFERRAL FORM
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LEARNING DISABILITIES
 Please return to: Learning Disability Referral Team, The Loft, Manor Court Avenue Nuneaton CV11 5HX Tel: 0300 131 2320.  Email: LDreferrals@covwarkpt.nhs.uk 

	For office use only

	Routine                                 Urgent  

	Date and Time received 



Email                         Phonecall                       Post 

	  Processing clerk name






	 PATIENT DETAILS

	Forename:
	 
	Surname:
	

	Date of Birth:
	
	Gender:
	

	Address:

Post code:
	



	Home phone no
	
	Mobile No.
	

	NHS No.     
	
	Ethnic Origin
	

	1st language 
(if not English):
	
	Is an interpreter required?
	

	Mobility:
	
	Is an assistant required?
	

	NEXT OF KIN/CARER DETAILS (if applicable)
(Person who can give collateral history or facilitate assessment if needed)

	Forename:
	
	Surname:
	

	Address:

	





	Phone No.   Home 
	
	Relationship to person:
	 

	Mobile
	
	
	

	 GP DETAILS:

	GP Name:


Phone Number:
	




	GP Practice:
	




	REFERRER DETAILS (If not GP)

	Referrers Name:
	
	Relationship to Patient: 
	

	Referrers Phone Number:
	
	Agency:
		

	Is the person referred aware of the referral?     
                                         
Is the person able to consent to the referral?                                            

	Yes [image: ] No [image: ]

Yes [image: ] No [image: ]

	
Does the client have a formal diagnosis of a Learning Disability?	                   Yes		No

If YES, what appropriate adjustments would be required to enable the client to access services?

Box to expand as required


	Current Medications:
Box to expand as required


	Allergies:
Box to expand as required


	Medical History: include recent investigations & current physical health
Box to expand as required


	Current Consultation / Symptoms: Include length of presenting symptoms, previous mental /health history
Box to expand as required


	PERSONAL & ENVIRONMENTAL RISKS:   Does this person have a known:

	History/risk of being exploited/vulnerability?
	
	History/risk of self-harm/attempted suicide?
	

	History/risk of self neglect?
	
	History/risk of aggression?
	

	[bookmark: Check7]History/risk of drug/alcohol misuse?
	
	Risk to dependents or others?
	

	Please expand below if any of these areas ticked

	REASON FOR REFERRAL:
 

 
 


 

	Other comments










[image: ][image: ]
[image: ]Community Learning Disability Teams/Nov 2024
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Your-next-patient-has-a-learning-disability.pdf
Remember!

Waiting is the hardest part of the visit

e Minimise waiting times.

* Try to perform the procedure/visit immediately without waiting.

People may have exceptional long term memories!

* A good experience may result in better cooperation or less anxiety at the
next visit.

* A negative experience will make future visits very difficult

Carers and family members often know best

e Always ask what works best and what to avoid.

* Ask about communication, understanding, previous experience abilities
and sensitivities (touch, smell, noise etc).

* Use the carers approach to the patient as a guide for interacting and
involve them in the appointment.

e Carers are not medically/clinically trained, be supportive and
understanding.

An accepting attitude is critical

e Speak directly to the patient. Show them you value them.

* Be prepared to work from the patients perspective, or follow a
patient around. A flexible and relaxed approach is essential.

* Use a gentle tone of voice and minimise words and touch.

e Allow the patient to touch and hold equipment before it is used.

Adjust the physical environment where possible

* Reduce sensory stimulation and interruption.

* Remove unnecessary clinical equipment.

Focus on the positive

e Compliment the patient on cooperative behaviour.

e Ignore behaviours that might seem odd (eg unusual vocalisations or body
gestures)

For further information or support...

Thanks to Warrington and Shropshire PCT's
Leaflet produced by WMids health facilitation & A2A network working in partnership to improve health of people with learning disabilities

Printed by: Sherwin Rivers Ltd, Waterloo Road, Stoke on Trent ST6 3HR
Tel: 01782 212024 Fax: 01782 214661 Email: sales@sherwin-rivers.co.uk

NHS

Your next patient has a
learning disability.....

A practical guide for health care professionals
to effectively meet the needs of patients with a
learning disability





A learning disability is

Techniques to use with people who have learning disabilities:

“A significantly reduced ability to understand new or complex information,
to learn new skills (impaired intelligence), with a reduced ability to cope
independently (impaired social function), which started before adulthood
and has a lasting effect on a person’s development.”
(Valuing People, DoH 2001)
People with learning disabilities share a set of core difficulties,
although these may be more or less prevalent depending on the
individual. These difficulties include;
e Comprehension - understanding what is said or meant.
* Expression - making themselves understood and expressing needs.
e Attention - may be limited.
* Perception - of events, language and the world we live in may differ.
e Short term memory - often limited.
e Coping with change - this is often a challenge.

The health care visit

It is essential that the health care team be creative and flexible and, where
possible, prepare in advance. Below are some steps to follow to make the
appointment a success.

* Pre-assessment. A short telephone conversation with a carer could make all
the difference.

e Communication. Consult with carer for tips that work. They are your
greatest allies and they are best experts on this person.

e Language. Does the person understand? Can they consent to treatment?

* Planning. Based on the person’s needs and sensitivities. eg
A quiet waiting area for someone who is sensitive to noise, or seeing a
patient in a different room where there is less equipment.

e Be familiar with communication and behavioural skills to promote

compliance. Find out who your learning disabled patients are and start to
build relationships with them. This will pay dividends in the future.

e Investigate all possible causes. Challenging behaviour is not part of
learning disability, it may be a person’s only way of telling us something is
wrong. Examine patients properly and rule out all other causes before
assuming psychiatric or psychological causes.

Address the person using their chosen name

Do not just talk to carers. Engage the patient in their own care and talk to
them, even if the carer needs to answer on their behalf.

Choice

If possible, offer choices on appointment time, who the patient would prefer
to see and where they would prefer to be seen.

Extra time

Plan to spend at least twice as long with people who have a learning
disability. This way, neither you or they will be rushed and you will have time
to have a more fulfilling appointment.

Imitation and role modelling

Use objects and equipment to represent the patient and procedure, using a
pen to symbolise an injection etc. Also, demonstrate non-invasive techniques
on yourself or a carer, like taking a blood pressure measurement.

Visuals

For patients who have difficulty with language, procedures can be explained
using pictures or photographs showing what will happen and what will be
expected of them.

e This is a big concern for health professionals. English law states that
everyone should be deemed capable of giving consent until an assessment
proves otherwise.

e If a patient does not, in your opinion, have capacity to agree to or refuse
treatment, you are legally obligated to act in their overall best interest.
Always follow Mental Capacity Act 2005 Code of Practice.

* Complete Consent Form 4 and make sure you talk to the people who know
the patient best before making your decision.

e If in doubt, seek advice from the Community Learning Disability Team
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Pre Annual Health Check Up Questionnaire.pdf
If you need help to fill in this book
please phone your Doctor's Surgery or
the Community Learning Disability Team
on:

_ = Y

At Your
Doctors

( If you would like this leaflet in a \
different format or language, please contact
the Equality and Diversity
Department on 02476 536 802.

June 2020
For review: June 2021

\_ J

grdpe\ﬁ%

——

Check In
Pre Annual
Health Check

Your Doctor wants you to have a
health check every year.

= AT






@asonable Adjustments

reasonable adjustments (help)

Qﬂer‘s / help etc.

This is what I may need to help me to get to the surgery

Call your GP before your health check if you need any

For example, Last appointment, longer appointment,

Name:

Date of birth:

Name of Doctor:

Allergies:

-

Swallowing
Area Yes

1. Have meal times become longer?
If yes, how long?

2. Are there foods / drinks that
you cant eat?

3. Does it take several attempts to
swallow food / liquids?

4.  When eating or drinking do you:

Cough / Choke/Chest infections
Sweat

Become agitated

Have a wet / gurgly voice?

5. TIsyour food chopped up /
mashed / liquidised?

FOR YOU DOCTOR

Do they need a referral?

Copy of HAP given?

No





Any changes?

Men's Health

o P

Date of Prostate

check:
Over 50 years old

Testicular cancer
check:

Other Health

Is there anything else you would like to talk about?
Abdominal Aortic Aneurysm test (AAA 65 year only)

Medication

Dose

How often?

Date:

\,

When did you last talk to your Doctor about your medication? ]

Diagnosis:

-

~N






[Op‘rician

Date of last check: @

(Every 2 years generally)
Any eye concerns?
Do you wear glasses?

A1)

FZM

OTGH

T

J \ J
(Den’ris‘r !g a 4 h
Date of last check:
(Every 6 months generally)
Any problems?
J g J
r N f N
Do you smoke?
How many per day? @
\, \ S
( N

p
Do you drink alcohol?
How much in the past 7 days?

\

5

émmunicaﬂon

This is how I speak to communicate:

Take your communication aid / passport with you.

Qyou need a referral to Speech & Language Therapy? Yes |:| NoD/

()

Any changes?

Women's Health

o P

Date of Smear:
Over 25 years old

Mammogram:
Over 50 years old

Are you

menstruating?
Any changes?

Other Health

Is there anything else you would like to talk about?





Any changes?

Behaviour

Mental Health

3

Do you see anyone about
your mental health?
Do you need a referral?

Dementia

@

Any changes?

Weight / Height

L

Diet & Nutrition

Skin





Any changes?

Going to the toilet

05

Over 50's - have they had
a bowel test?

Epilepsy / Fits

Do you see anyone for it?
Do you need a referral?

Hearing / Ear
Infections

)

Any changes?

Feet

Sleep
Z
ZZZ

Breathing






		If yes how long 1: 

		If yes how long 2: 

		you cant eat 1: 

		you cant eat 2: 

		MedicationRow1: 

		DoseRow1: 

		MedicationRow2: 

		DoseRow2: 

		MedicationRow3: 

		DoseRow3: 

		MedicationRow4: 

		DoseRow4: 

		MedicationRow5: 

		DoseRow5: 

		MedicationRow6: 

		DoseRow6: 

		Yes: 

		Name: 

		DOB: 

		Name of Doctor: 

		Allergies: 

		yes: 

		No: 

		no: 

		How often: 

		Mens Health: 

		Date: 

		Diagnosis: 

		Date of Prostate Check: 

		Testicular Cancer Check: 

		Optician: 

		Communication: 

		Dentist: 

		Do you smoke?: 

		Do you drink alchol?: 

		Womens health: 

		Date of Smear: 

		Other Health: 

		Mammogram: 

		Are you menstuating?: 

		Mental Health: 

		Behaviour: 

		Diet & nutrition: 

		Weight/Height: 

		Skin: 

		going to the toilet: 

		epilepsy/fits: 

		hearing/ ear infections: 

		Dementia: 

		feet: 

		sleep: 

		breathing: 

		circulation: 
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Annual Health Check Up Information Leaflet.pdf
4 )

If you have any questions please
phone your Doctor's Surgery.

On Your
Health

4 A

If you would like this leaflet ina
different format or language, please
contact the Equality and Diversity
Department on 02476 536 802.

June 2020

K For review: June 2021 j

grcpe\ﬁ%

Annual Health

Check Up

What will happen in your annual
health check?

B






You will be sent an
invite letter in
the post.

You will also be sent
a Pre-Health Check
Questionnaire
booklet.

Please fill it in or
bring it with you
to your annual
health check.

Pre éﬁeck In
Annual Health
Check

Your Doctor wants you to have a
health check every year.

EE D

You may be given a Health Action Plan.

This is my
Health Action Plan
[My name is: I
[I prefer to be called: J

This Health Action Plan is for you to know what you need to do to keep yourself healthy.
Information in this plan has come from your health check at the GP's surgery.

bate completed: [ ] w Date of birth:

)
Address: [ J
)
)
J

TelNo: [
completed by: [

eli
) .?.9
cwi e

]
Health check { J
]

Health Action Plan [
completed by:

Please take this Action Plan to all health appointments you have e.g. 6P, Nurse, Dentist etc. and ask the
health professional to review the actions and fill in a review sheet at the back of this booklet.

Reasonable Adjustments:

®

Your Health Action Plan

is for you to keep






You will be asked about other things,

including:
Weight Eyes
A
E FZN
Exercise Mouth & Teeth
Smoking What you eat

,—_
-
(

Drinking

Feelings &
Emotions

Your annual health
check up will be at
your Doctor's
Surgery.

You can take
someone
with you.

Go to reception when
you arrive at the
surgery and show
them your letter,

You will be asked °

to sit in the
waiting room. )_l I—(






Your name will be called and you will be
either shown to a room or given a
room humber to go to.

They will check your:

(i}

Height Weight

The doctor or nurse will do your annual

health check up.

Y

Blood Pressure

Ears & pulse
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GP AHC Request Letter.pdf
/ At Your On Your Health ’
Doctors V Health v :c:;lt’{on%cl'on v

I have a learning disability and would like to have an
Annual Health Check.

I would like some extra help to access the surgery.

These are the ways I would like to be supported:

(Please tick which ones apply to you)

I would like extra time for my appointment
Yes No

L O






I would like you to remind me about my appointment
with a phone call / text

Yes [] No [ ]

I would like to see a doctor or nurse who knows me well

Yes [] No[]

2

Choices Health
P g
= =

I would like the doctor to use simple words and speak
slowly

Yes [] No[]

I might need support to make decisions about my health

Yes [ |No []

I would like my appointment to be at a time that suits my

1 O
S No

needs Ye






I would like to be seen quickly because I find waiting hard

Yes [ ] No []

I would like you to use pictures or objects to help me
understand

=)
Q

4 ML

Yes ] No []

I have my own communication aids which you can use with

me. Yes |:| No|:|

Please write any other support needs here:

The best way to contact me is (please tick how you would like to be
contacted):

8 3
<> Text message [ v Phone Call O
W

3 Easy read letter 0  Other (Please write) ]

= easy.
read






Street ‘
@ \

Name:

Address:

Email:

RY mith

Phone number:

Signed:

April

12 3 4
5 6 7 8% 10N
12 13 14 1516 17 18
19 20 21 2223 24 25
26 27 8 230
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Health Action Plan Template.pdf
4 ™\ This is my m
Health Action Plan O
[My name is: ] Your Heauth ﬁ:telgn Plan
is for you to
\_ -/ [I prefer to be called: ]

This Health Action Plan is for you to know what you need o do to keep yourself healthy.
Information in this plan has come from your health check at the GP's surgery.

Date completed: | ‘ ?& Date of birth: [
) Address:
Venue: m

Health check A :
completed by: é TelNo: [
Religion: |

Health ActionPlan | ) BY Religious
completed by: / cot requests: [

Please take this Action Plan to all health appointments you have e.g. GP, Nurse, Dentist etc. and ask the
health professional to review the actions and fill in a review sheet at the back of this booklet.

/Reasonable Adjustments: )

N grqpe\@&e/






Communication

~\

This is how I speak or communicate:

Do I have a Communication Passport? Yes |:| No |:|

This is how I show that I am in pain:

Do I need a DisDAT pain assessment? Yes |:| No |:|

(This is a distress assessment tool. It is designed to help people
identify distress cues in people who have limited communication).






[Diagnosis Information & Past Medical History ]

Here is a brief medical history and relevant health conditions which might be useful to you:

A

~

/

[Physical Health Screening ]

[ Height ] /BP
i ’; I Pulse

.

L@ [Weigh‘r ] J (1s blood test required?
[ BMI ] “

} {Dm‘e of last blood test }

(Medica‘rion mediccn‘ion Dose

Frequency \

medicaﬁon

Dose

Frequency \

Last Medication Review
Date:

[ )

By:

[ ] \_






[ Diet & Nutrition ] /My Actions: Others Actions: N
9@ o /
/My Actions: Others Actions: )
Height
Weight '
BMI
- /
( Swallowing Problems ] /My Actions: Others Actions: N
el
- /
[ Bowels ] /My Actions: Others Actions: N
L : - /
[ Urinary System ] /My Actions: Others Actions: N
- /






S

—_—

S

Eyes & Vision ] /My Actions: Others Actions: )

A

@ o

\ /
Ears & Hearing ] /My Actions: Others Actions: N
D _ Y
Oral Hygiene ] /My Actions: Others Actions: N
- /
Skin ] /My Actions: Others Actions: N
@ \_ /
Feet ] /My Actions: Others Actions: N

/.

(

- /






[ Mental Health ] /My Actions: Others Actions: )
@ N J
Dementia /My Actions: Others Actions: N

Downs 30+ / LD 50+
§ )
[ Sleep ] /My Actions: Others Actions: N

zZ ZZ

&P N )
[ ] /N\y Actions: Others Actions: )
\_ /
[ Behaviour ] /My Actions: Others Actions: )
- /






[ Breathing

/My Actions:

\

Others Actions:

\

my Actions:

Others Actions:

BP |
Pulse ‘ K
[ Smoking /My Actions: Others Actions: N
<
- /
[ Alcohol /My Actions: Others Actions: N
@i . /






Men's Health /My Actions: Others Actions: \
\_ /

/My Actions: Others Actions: \

\_ /

Women's Health /My Actions: Others Actions: N
\_ /

/My Actions: Others Actions: \

\_ /






Review Sheet

[ Other Actions ]

My Actions: Others Actions:
Review date: [ ]
My Actions: Others Actions:
Review date: [ ]

Below are some of the people who are involved with my care:
Main Carer (Contact): Family [ Paid []

Name Profession / Relationship Contact Number

'é‘ For advice & guidance on healthcare for Adults with a Learning Disability m

please contact your local Community Learning Disability Team. o v






ReVieW Shee? (Continuation sheet)

{ } My Actions: Others Actions: }
Review date: [ ]

{ } My Actions: Others Actions: }
Review date: [ ]

[ } My Actions: Others Actions: }
Review date: [ ]

{ } My Actions: Others Actions: }
Review date: [ ]
Name: [ ]

NP [ ] Please attach this Review Sheet to
' my Health Action Plan

Date of Health Review: [ ]






		Do I have a Communication Passport Yes: 

		No: 

		Do I need a DisDAT pain assessment Yes: 

		No_2: 

		Diagnosis Information  Past Medical History Here is a brief medical history and relevant health conditions which might be useful to you: 

		MedicationRow1: 

		DoseRow1: 

		FrequencyRow1: 

		MedicationRow1_2: 

		DoseRow1_2: 

		FrequencyRow1_2: 

		Family: 

		Paid: 

		NameRow1: 

		Profession  RelationshipRow1: 

		Contact NumberRow1: 

		NameRow2: 

		Profession  RelationshipRow2: 

		Contact NumberRow2: 

		NameRow3: 

		Profession  RelationshipRow3: 

		Contact NumberRow3: 

		NameRow4: 

		Profession  RelationshipRow4: 

		Contact NumberRow4: 

		NAME: 

		Text2: 

		Address: 

		Venue: 

		Completed By: 

		Tel No: 

		Religion: 

		Religious Request: 

		Text12: 

		Text13: 

		Text14: 

		Text15: 

		BP Pulse: 

		is blood test required: 

		Date of last blood test: 

		Date: 

		By: 

		SP My Actions: 

		SP Others Actions: 

		Bowels My Actions: 

		DN My Action: 

		DN Others Actions: 

		Bowels Others Actions: 

		Height: 

		Weight: 

		BMI: 

		Urinary System My Actions: 

		Urinary System Others Actions: 

		Eyes Vision My Actions: 

		Eyes Vision Others Actions: 

		Ears Hearing My Actions: 

		Ears Hearing Others Actions: 

		Oral Hygiene My Actions: 

		Oral Hygiene Others Actions: 

		Skin My Actions: 

		Skin Others Actions: 

		Feet My Actions: 

		Feet Others Actions: 

		Mental Health My Actions: 

		Mental Health Others Actions: 

		Dementia Downs 30  LD 50 My Actions: 

		Dementia Downs 30  LD 50 Others Actions: 

		Sleep My Actions: 

		Sleep Others Actions: 

		Epilepsy My Actions: 

		Epilepsy Others Actions: 

		Behaviour My Actions: 

		Behaviour Others Actions: 

		Breathing My Actions: 

		Breathing Others Actions: 

		Circulation My Actions: 

		Circulation Others Actions: 

		Smoking My Actions: 

		Smoking Others Actions: 

		Alcohol My Actions: 

		Alcohol Others Actions: 

		BP: 

		Pulse: 

		Mens Health My Actions: 

		Mens Health Others Actions: 

		Womens Health My Actions: 

		Womens Health Others Actions: 

		My Actions: 

		Others Actions: 

		Review Date: 

		Text33: 

		Text36: 

		Text37: 

		Text38: 

		Name: 

		DOB: 

		Date of Health Review: 
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Annual Health Check - Psychotropic Medication Checklistfinal2020.pdf
NHS

Coventry and
Warwickshire Partnership

Annual Health Check — Psychotropic Medication Checklist

NHS Trust

Patient name

DoB

GP

Date of Review

Are any medicines being taken for mental health conditions or behaviour that challenges?

Yes

No
(End of checklist)

If yes, list current medicines prescribed (Please complete as known. For examples see reverse):

Name of medicine

Dose

How long patient has What it is for
been on it

Date medicines were last reviewed

How does the patient feel today? Has it helped with the problem it was prescribed for (e.g.
psychosis, mood problem, aggression) ? Are there any problems with the medicines? Any side-
effects? - Describe how these affect the patient (See reverse for examples)

Any other comments for review

Any further actions required?

Action required

Refer to GP for Medicine
Review?
Yes / No

Staff completing
the form

Sign and print:

Position:

HB/LB Feb2020





Information that may help with the discussion:

Medicines for mental health/behaviour that challenges include:

e Antipsychotics

e.g. Olanzapine, risperidone, haloperidol, zuclopenthixol, quetiapine

e Antidepressants

e.g. Fluoxetine, sertraline, venlafaxine, citalopram, amitriptyline

e Anxiolytics

e.g. Diazepam, lorazepam

e Mood Stabilisers
e.g. Sodium valproate, lithium, carbamazepine

e Hypnotics

e.g. Temazepam, zopiclone, melatonin

NHS

Coventry and
Warwickshire Partnership

Side-effects — Patients will have different levels of understanding/communication skills. Some

examples of useful descriptions are given below. These may help your discussion and evaluate

whether side-effects are present/troublesome.

Some side effects are general to a medication class whilst some are specific to specific medications.

A good reference source for further information is “Choice and Medication” which has “Very Easy-

Read Leaflets”. A link to the website is available on the CWPT internet (search: Choice and

Medication).

Symptoms that might occur with antipsychotics such as risperidone include:

NHS Trust

Feel dizzy when stand up
too fast

Stiff muscles

Feel restless

Have a shake

Feel more hungry.
Put on weight

Feel sleepy or tired

Get constipated (being
bunged up)

Get chest changes (liquid
comes out of your nipples)

Symptoms that might oc

cur with antidepressants such as fluoxetine include:

Feel sick or be sick

Not easy to get to sleep

Get a headache

Not feel hungry

Feel more anxious or
nervous

Get the runs (diarrhoea)

Feel less like sex

Symptoms that might occur with anxiolytics such as diazepam include:

Feel dizzy

Feel sleepy or tired

Feel a bit wobbly

Get confused easily

Get a headache

Forget things

Symptoms that might occur with the mood stabiliser sodium valproate include:

Feel sick or be sick

Feel more hungry.
Put on weight

Get tummy pain

Lose some hair

Feel sleepy or tired

Passing urine when you
don’t want to.

Symptoms that might oc

cur with hypnotics such as zopiclone include:

Feel sleepy or tired the next
morning

Get a headache

Feel sick or be sick

Get a metal taste in the
mouth

HB/LB Feb2020



https://www.choiceandmedication.org/coventry-and-warwickshire/printable-leaflets/
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2017-VODG-Preparing-to-visit-a-doctor-to-talk-about-psychotropic-medication.pdf
vjojojc

Preparing to
visit a doctor

To talk about psychotropic medication

This leaflet is for a support worker who is accompanying a person with
a learning disability, autism or both to a GP or consultant appointment.

Voluntary Organisations Disability Group






Inside this booklet

Introduction
Getting started
Reasonable adjustments
Previously agreed actions
Symptoms

Page 4 &5 Communication

Page 5&6 Medication

Page 6 Side effects

Page 7 Questions
Summary
Jargon buster

Page 8 Further information

Page 9 -1 Information and action checklist

Support Worker to complete before the appointment

Easy read form:
Page 12 My Appointment
Page 13 Things agreed at previous appointments
Page 14 Symptoms
Behaviour
Page 15 Side effects
Page 16 Questions
Page 17 &18 Appointment Summary
Page 19 Extra Notes page
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Introduction

This leaflet is for a support worker who is accompanying a
person with a learning disability, autism or both to a GP or
consultant appointment to review medication that has been
prescribed to manage their behaviour.

The leaflet aims to help you:

Work with the person to prepare for their appointment.
Remember to take all the information you need.

Compile a list of questions to ask during the appointment.
Summarise key information at the end of the appointment.

There are two forms. The first is a checklist to help you make sure you
have all the information you need. The second is designed for you to work
through with the person, helping them think about what is important to
them in relation to their medical appointment.

Getting started

It is suggested that you start by:

Asking whether the person wants to involve anyone else, such as a
relative, friend or advocate, in preparing for or attending the appointment
and, if so, facilitate this.

Checking the person’s care record for any recent changes in their health,
behaviour, care plan, personal circumstances (such as a change in staff,
levels of activity or bereavement), use of ‘as required’ (PRN) medication or
experience of side effects.

Informing a senior member of staff that the appointment concerns
medication that has been prescribed to manage the person’s behaviour.

It is important that you set aside sufficient time for the person to be fully
involved in preparing for their appointment and completing the form with
you. If you and the person have different opinions about their health,
record both opinions and share both with the doctor.

Voluntary Organisations Disability Group | Preparing to visit a doctor






Reasonable adjustments

If the person requires any reasonable adjustments in order to be fully
involved in the appointment, these should be requested beforehand.
Examples of common reasonable adjustments include:

An extended appointment time

Use of communication tools

Visiting the clinic or surgery prior to the appointment
An independent advocate

Previously agreed actions

It is recommended that you check if any actions have been agreed at
previous health appointments and whether these have been implemented.
If any of the care provider’s actions cannot be completed, it is suggested
that you inform a senior member of staff before the appointment.

You could also refer to the person’s health action plan and check whether
it contains any information or actions relevant to this appointment.

Symptoms

Symptoms tell you when someone is unwell. Ask the person about how
they are feeling, both physically and emotionally. Ask the person about
when any symptoms started and what makes them better or worse.
Check the person’s records for any signs of unmet health needs.

Communication

If someone has difficulty expressing themselves, a change in their
behaviour may help you understand how they feel. For instance, this may
indicate that they are unwell or in pain. Check their health records for
instances when they appeared to be in pain or distress, what may have
been the cause and what worked to help manage their pain and distress.
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If their behaviour has resulted in any serious risk to them or someone
else you should note this and talk to a senior member of staff prior to the
appointment. If your organisation has someone with responsibility for
positive behaviour support, you may also find it helpful to talk to them.

The person will need to take along any communication tools they usually

use so they can be fully involved in the appointment. Where a person
lacks mental capacity to make a decision about their medication, they
should still be as involved as possible in a way that is meaningful to them.

Medication

Before you accompany someone to an appointment, you will need some
basic information about the medication they take, the reason it has been
prescribed and when it was last reviewed. You should find this information
in the person’s care record and on their medication administration record
(MAR) sheet.

Some people with a learning disability, autism or both are prescribed
psychotropic medication. ‘Psychotropic’ means any medication which
results in changes to perception, mood or consciousness. This can be
prescribed for a variety of reasons. For instance, a person may be taking
medication because they have a health need, such as epilepsy or a
mental health condition.

Some people are prescribed psychotropic medication to manage their
behaviour. Where this is the case you may find it helpful to take the current
prescribing guidance for GP’s to discuss at the appointment.

This can be found at www.vodg.org.uk/wp-content/uploads/STOMP-
GP-Prescribing-v17-ONLINE-SELF-PRINT.pdf
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People who are prescribed psychotropic medication to manage their
behaviour should receive a multi-disciplinary review three months after their
medication was initially prescribed and at least every six months thereafter.

A multi-disciplinary review should involve all relevant professionals and

either a relative or advocate who can speak on behalf of the person.
If a multi-disciplinary review is overdue, you should request one.

In addition, alternatives to medication (such as active support, intensive
interaction or positive behaviour support) should be explored. If this has
not happened you should request advice and, if needed, a referral to
a specialist.

Side effects

Medicines have benefits and they also have side effects. Psychotropic
medication can have serious side effects, including feeling sluggish and
sleepy, weight gain, constipation and organ failure. Side effects can have a
significant impact on the person’s quality of life and common side effects,
such as constipation, can become life-threatening if untreated.

This means it is especially important to make sure that psychotropic
medicines are needed, are working and that their side effects are weighed
against their benefits on a regular basis. You can find out more about side
effects in the patient information leaflet for each medication. Easy read
information about a wide range of medication and its side effects can be
found af www.easyhealth.org.uk/categories/medicines-(leaflets)

If you are monitoring the side effects the person is experiencing, then it is
helpful to take copies of these records to the appointment with you.
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Questions

List any questions which you or the person you are supporting want to
ask during the appointment. For more ideas about what questions to ask,
see: Questions to ask when you go to the doctor or to a hospital
www.easyhealth.org.uk/sites/default/files/questions_to_ask_
visiting_the_doctor_or_hospital.pdf

Summary

Before you leave the appointment, make sure that you both understand
what the doctor is saying about what is wrong, what needs to happen
next and what the health outcomes are to be achieved.

You can use the summary section to go over the appointment with the
person, record what the doctor has said and what will happen next.
Ideally this is done in the appointment when the doctor is present.

It is recommended that you inform a senior member of staff about the
outcome of the appointment, regardless of whether or not the doctor
intends to change the prescription.

Jargon buster

Health action plan: a personal plan for adults with a learning disability
about how to stay healthy and what help they may need to look after
their health.

Multi-disciplinary review: a meeting between the person with a
learning disability, autism or both and the people in their life to discuss
whether the services and treatment they are receiving meet their needs.

Psychotropic medication: any medication which results in changes to
perception, mood or consciousness.

Reasonable adjustments: changes that services (or employers) make
so that disabled people can access them.
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Further information

Social care providers can sign up to the STOMP

(Stopping the Over-Medication of People with a learning disability,
autism or both) campaign and access a range of resources at:
www.vodg.org.uk/campaigns/stompcampaign/

Prescribing guidance for GP’s can be found at:
www.vodg.org.uk/wp-content/uploads/STOMP-GP-Prescribing-
v17-ONLINE-SELF-PRINT.pdf

Further information about STOMP can also be found at:
www.england.nhs.uk

The Royal College of Psychiatrists has produced practice guidelines on:
Psychotropic drug prescribing for people with intellectual disability,
mental health problems and/or behaviours that challenge
www.rcpsych.ac.uk/pdf/FR_ID_09 for_website.pdf

Easy read information about a wide range of medications, including
their uses and side effects, is available at:
www.easyhealth.org.uk/categories/medicines-(leaflets)

Information about managing and preventing constipation in people
with learning disabilities can be found at:
www.improvinghealthandlives.org.uk/securefiles/170404 _
1050//Constipation%20briefing%20sheet%20final.pdf
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Information & Action Checklist

To be completed before the appointment

Appointment Details

Name of person supported

Name of person who made the appointment

Name of the staff member who will attend the appointment

Name of doctor Role of doctor (eg GP/consultant)

Date of appointment Time of appointment

Reason for appointment
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Information & Action Checklist

To be completed before the appointment

Further Details

Family, friend or advocate invited (if required)
Reasonable adjustments requested (if required)
Care record checked for recent changes such as:
Physical health, including unmet needs

Mental health, including unmet needs

Personal circumstances (such as a change of staff)
Behaviour

Care plan (anything that may have impacted on
the person’s behaviour)

Use of “as required’ (PRN) medication

Copies of the following documents ready to
take to the appointment:

Relevant sections of the care plan

MAR (Medication Administration Record) sheets
since last appointment

Record of behavioural incidents

Records of side effects, such as weight gain
or constipation

Health action plan checked: are there any actions
relevant to this appointment?

Communication tools ready to take to appointment
Copy of prescribing guidance for GP’s printed

Senior member of staff informed about appointment
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Information & Action Checklist

To be completed before the appointment

Multidisciplinary review

Date of last multidisciplinary review

Was this:

More than 3 months ago (for newly prescribed
psychotropic medication)? or

More than 6 months ago (for all other
psychotropic medication)?

If yes, add ‘Request a multidisciplinary review’ o
your list of questions to raise at this appointment.

Alternatives to medication

Are alternatives to medication in place?
Alternatives are planned approaches such as
active support, intensive interaction or positive
behaviour support.

If no, add ‘Seek advice about alternatives to
medication’ to your list of questions to raise
at this appointment.
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Preparing to visit a doctor

To talk about psychotropic medication

This kind of medication might make me
think differently, feel differently or
behave differently

My appointment

My name

Who is going with me

My Doctors name

Date of appointment

Time of appointment

Why | am seeing the doctor
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Things agreed at
previous appointments

What people said they would do What happened

(111100 T
1 L1 L 11

goE

What people said they would do What happened

(1110 100
11011

il
[]
[]

What people said they would do What happened

(1110 100
11011

OgoE

What people said they would do What happened

(111 1T
1L 1L 1

goE
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Symptoms:
how am | feeling?

My physical health

My mental health

My concerns: | am worried about...

Behaviour

Recent changes in my behaviour,
including when these first started
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These are common side
effects that some people feel.
How am | feeling?

| feel poorly

More details for the doctor

| am putting on weight

More details for the doctor

| feel sleepy or sluggish

More details for the doctor

| feel stiff or shaky

More details for the doctor

| am constipated

More details for the doctor

Voluntary Organisations Disability Group | Preparing to visit a doctor






Questions
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The doctor should help you write on this page at the
end of the appointment. This is to record what you
talked about at the appointment. The doctor needs to
explain things so you understand. If you need more
help to understand, tell the doctor.

Appointment Summary 1

My Condition

Advice from the doctor

Recommended treatment

How this will help me feel better
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The doctor should help you write on this page at the
end of the appointment. This is to record what you
talked about at the appointment. The doctor needs to
explain things so you understand. If you need more
help to understand, tell the doctor.

Appointment Summary 2

What | need to do

What the doctor will do

What my support staff will do

Date of next review
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Extra Notes page

Use this page for any extra space you need

My extra notes are about:

Information:
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If you would like to provide feedback on this document,
please contact VODG at STOMP@vodg.org.uk

Voluntary Organisations Disability Group

VODG is a company limited by guarantee and registered in England
and Wales No. 6521773. VODG is a Registered Charity No. 1127328

@ ®® ) info@vodg.org.uk ) New Bridge Street House
0Y NG 30-34 New Bfidge Street V

@VoDGmembership London EC4V 681

Published 2017 0 www.vadg.org.uk
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		line 11: 

		line 12: 

		line 13: 
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) W Coventry and Warwickshire
| Integrated Care System

constipation
Information and Resource
Pack

This Information and Resource pack has been made in
collaboration with the Integrated Care System, in our
LeDeR sub-group.

This includes:

e Coventry and Warwickshire Partnership NHS Trust
e Coventry City Council
e Coventry University
e George Eliot Hospital
e Grapevine
e NHS Coventry and Warwickshire Integrated Care Board
e South Warwickshire University NHS Foundation Trust
e University Hospitals Coventry & Warwickshire
e Warwickshire County Council.
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1. Introduction

The LeDeR programme within the NHS Coventry and Warwickshire
Integrated Care System recognises that constipation contributes to
preventable deaths, both locally and nationally. We believe that no person
should die from complications of constipation and we aim to raise
awareness of its signs, symptoms and prevention to ensure our learning
disability and autistic population receive optimum health opportunities.

Constipation can be life threatening if left untreated. We know that around
30% of the general population suffer from constipation. However,
research suggests that up to 70% of people with a learning disability
and/or autistic people are treated for constipation. They are also more
likely to be at a higher risk of complications due to the possibility of not
being able to recognise or communicate their symptoms. In the last year
in Coventry and Warwickshire, two thirds of deaths due to complications
of constipation were deemed avoidable.

As part of our focused work along with our partners we have created this
‘Constipation Information and Resource’ pack. We envisage that this is
just the beginning and that over time this resource will grow and become
a working document for health and social care professionals, carers and
people with a learning disability and/or autistic people. We have included
posters, easy read information, fact sheets, monitoring forms, clinical
training guides and links to other useful resources. The aim is that we
reach out to as many people as possible and we welcome and encourage
the sharing of this information.

Please watch the following video created by student learning disability
nurses from Coventry University, which provides a brief overview of
constipation amongst people with a learning disability (use link or QR
code below to view):

Constipation and people with a learning disability




https://media.coventry.ac.uk/View.aspx?id=39876~5u~oyT6BAO9uD&code=KB~CdOaETdELTQfURE88NM7egEIubmYDiNIRDiaUZe6oueSX0A0jChJU6NyGYLNQkWCCcHLHFld&ax=7w~cTmdk9lMtHwkMv



2. Posters and Leaflets





Are you worried about your poo?

Do you have a sore tummy?

Does pooing feel sore?

Is your poo hard or lumpy?

|s your poo runny?

Are you pooing less than usual?

Get help. It could be constipation. Tell someone you trust.






What is constipation?

Constipation is when you
find it hard to poo or poo
less often than usual.

What to do

If you have any of the signs,
tell someone you trust.

This could be someone in
your family, or a carer.

They will arrange for you to
get the help you need.

If you are constipated,
you need to get help to
make sure you don’t get ill.






Things that can help with constipation

You can help to keep your
poo healthy by:

Eating a balance of different
foods. This should include
fruit, vegetables and other
sources of fibre.

Drinking plenty of water.

Doing something active
every day, like going for
a walk or dancing.






Let’s talk about constipation

Knowing the signs and

what to do could save lives What you can do:

oo 3 s meip those you care for to know the
Constipation can kil if it's not treated. signs using our poster and leaflet
For people with a learning disability, G(‘wumge them to tell someone
it commonly causes complications they trust if they spot a sign.

which can lead to death.
Gel their GP surgery know — book an
If you care for someone with a appointment as a priority.

learning disability, your support is
vital to help keep them healthy and
avoid the serious consequences

of constipation.

Qrevent In future — get a healthy diet
and reguiar activity pian in place.

People with a learning disability and constipation
People with a learning disability are much more likely to suffer from constipation.

It might be caused by a health condition, or medications they are taking.
They might also not be eating a balanced diet or getting enough exercise.

Most common signs of constipation:

Pooing less than usual.

A sore tummy.

Pooing feels sore

Poos that are large, dry, hard or lumpy.
Runny poos (or signs of streaking on
underwear or pads).

Changes in behaviour, such as agitation,
showing discomfort or not eating
Increase in temperature or smell of faeces
on breath or around the body.

Frequently touching anus or sitting on
the toilet.






Time to contact their
GP surgery?

If a person you care for tells you

they've spotted one or more of the signs
of constipation, you need to contact their
GP surgery straight away to arrange an
appointment. When you call the GP
surgery, make sure the receptionist
knows you're calling on behalf of

a person with a learning disability.

Preventing constipation

Things that can help prevent
constipation include:

* Eating a balanced diet, including
fruit and vegetables.

* Drinking plenty of fluids.

* Getting reqular exercise.

Find resources to help you discuss constipation with those that you care for at

www.england.nhs.uk/publication/constipation-resources-for-carers/






Constipation
Awareness Month
(1 © —

People with Learning Disabilities Signs and 5?[11[:'1:["115'

Constipation is one of the ten most

common long-term conditions linked | |* Changes to bowel habits

to death for individuals with a « Loss of appetite

Learning Disability. swollen stomach

(LeDeR, 2020) | .

e «  Self-injuring behaviours

Factors that increase the risk for | |* Stripping of clothes

People with Learning Disabilities. | |.  Agitation/ Distress/ Anxiety

Diet and Dehydration . Smearing faeces

Lack of physical activity . Changes to urine

Body Post ) .
B « Hitting painful area

Digestive Problems )
« Disrupted sleep pattern

A lack of awareness

i « Pacing
The environment—sensory

needs . Staying in one place to re-

Communication and language lieve symptoms

Equipment available . Increased flatulence / smell

Medications « Vomiting

Eu. - Information compiled by
i, inf 1 M , third
wmmeems. TRINK POO oz,

‘g Scan the QR code nurse at Coventry University.






3. Bristol Stool Charts,
Bowel Monitoring
and Guides





It's important to know what

healthy poo looks like.

Lse this chart to see if you have constipation.

Type 1 Type 2
Separate hard lumps, Sausage-shaped
like nuts (hard to pass) but lumpy

Type 3

Like a sausage but
with cracks on the surface

O
So

Type 4

Like a sausage or snake,
smooth and soft

Type 5 Type 6
Soft blobs with Fluffy pieces with ragged edges,
clear-cut edges a mushy poo

Watery, no solid pieces. Entirely liquid

If your poo does not look like type 3 or type 4, tell someone you trust.





HE BRISTOL STOOL FORM SCALE {for children)

00se your

rabbit droppings
Separate hard lumps, like nuts (hard to pass)
ocks (ke

bunch of grapes

Sausage-shaped but lumpy

corn on cob

Like a sausage but with cracks on Its surface

ooks (ke
sausage

Like a sausage or snake, smooth and soft

BTt a e N N W W

chicken nuggets

Soft blobs with clear-cut edges (passed easlly)

ooks lilke:
porridge
Fluffy pleces with ragged edges, 8 mushy stool
ooks lilke:
rav
type / ooy

Watery, no solld pleces ENTIRELY LIQUID






Are you drinking enough?

Colours 1-3 suggest normal urine

Check the colour of your
urine against this colour
chart to see if you're

drinking enough fluids
throughout the day.

If your urine matches 1-3,
then you’re hydrated.

Colours 4-8 suggest you need to rehydrate

4 If your urine matches 4-8,
then you’re dehydrated
and you need to drink

5 @ more.
- If you have blood in your

urine (red or dark brown),
seek advice from your GP.

Please be aware that
certain foods, medications
and vitamin supplements
can change the colour of
urine.

Communty riacion Mrevertion and Comtol, Marogate and Datact NS Foundaton Trae
e ORISR 2 58 September 2018





Bowel Monitoring Chart

INHS |

Coventry and

Warwickshire Partnership

NHS Trust

Date

Time

Type

Amount

Notes

Example: 16/7/19

6pm

cup

Type - Refer to chart

Amount — Egg Cup / Cup / Bowl






BOWEL MOVEMENT DIARY

INHS|

Coventry and
Warwickshire Partnership

Please fill in the details of your bowel movements each day or ask
someone to assist with the form.

NHS Trust

Week Beginning:

Sunday

Monday Tuesday Wednesday | Thursday

Friday

Saturday

Stool Type.

Time spent on toilet.

Number of bowel
movements per day.

Pain on bowel movement
Yes/ No

Blood (B) or mucus (M)
present in stool -
please indicate.

Bristol Stool Chart

Tooe | @ .. : f:::drzit::;r;; lumps, like nuts
Type 2 “ Sausage-shaped but lumpy
T - tiskt:ua"f:act;sage but with cracks on
Type 4 \ :;:::Ie; ::usage or snake, smooth
. ““ : (S:afzsl:::!;: ::?yt)h clear-cut edges
Tpes “ :izf;fry\ypl:;zs; with ragged edges, a
Ty ‘ Watery, no solid pieces.

E

Entirely Liquid






WEEKLY FOOD DIARY

Week Beginning

BREAKFAST

LUNCH

DINNER

EVENINGS

SNACKS

ALCOHOL

VITAMINS

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday






Eatwell Guide
Check the label on

packaged foods Use the Eatwell Guide to help you get a balance of healthier and more sustainable food.
It shows how much of what you eat overall should come from each food group.

Water, lower fat
Typical vahuss (as sold) per 100g: 697K/ 167kcal . ) B ,‘ milk, sugar-free
Choose foods lower "“e B “ :innks dm:hf:fd:gg
) ’ [ : ; ea and coffe
in fat, salt and sugars K ’ - - all count.
Limit fruit juice
and/or smoothies
to a total of
150ml a day.

QOil & spreads

Choose unsaturated oils
and use in small amounts

Dﬁ? 2 portions of sustainably
Eat less often and megp - O Which s oly. Eat less
in small amounts

[ ) L)
Per day * 2000kcal t 2500kcal = ALL FOOD + ALL DRINKS

Sourcer: Putik: Mextth England in associstion with the Welsh Gowrnment, Food Stanidirds Scotland and the Food Standards Agency in Northern keland © Crown copyright 2016





. Constipation Acronym

Could it be constipation?

O | Open minded - Think about any changes that have happened.

N | New signs/ symptoms/ changes to the persons behaviour.

S | Start recording food and fluid intake and stools — (Bristol Stool Chart)

T | Talk o the person, professionals and people that know the person.

| | Identify the concerns clearly.

P |Plan - Develop a robust care plan which sets out the management plan.

This may involve changes to fluid intake, diet, medication, or acfivity

A | Apply the plan consistently — ensure that everybody understands and is clear.

T | Take further action if the plan does not seem to be working — this could be talking to a health
professional and requesting a review or support.

| | Impaction is very painful and can lead to death — it is all our role to be alert to this and to escalate
CONCENMS.

0 | Ongoing recording and monitoring are needed to ensure changes are recognised and can be
treated quickly

N | Never ignore changes. Ask for helpl






4. The Poo Song

A song written and performed by Communicate2U and students studying
Learning Disability Nursing at Coventry University.





Hey you - talk poo!

Hey you - talk poo!

It's your job to ask us questions about going to the
loo,

‘cos if our poo is bunged up that can make us feel

quite ill,

And in really nasty cases, then that bunged up poo
can kill!

/

Hey you — Communicate!

Use ways that WE can understand, not ways YOU
think are great,

We like acting, we like pictures, we like signs and
EASY words,

We don’t open bowels, we don’t pass stools, but

Hey you — get real!

Some of us don't talk at all, we may SHOW you
how we feel,

It's a tummy ache, it’s feeling sick, it's a change in
what we do.

So listen to our carers and when you see these
signs — think poo!

December is constipation
month!

Constipation can cause pain, discomfort, and have
serious implications including death if not managed

properly.

Many people experience constipation, but people
with learning disabilities are particularly at risk.

Communicate2U a group of young people with
learning disabilities and neurodevelopmental
conditions have been working with student learning
disability nurses to raise awareness of constipation
and you have just read the song they have written —
remember the words when you are working with
peoplel

For more information
and resources, please
scan the QR Code.

Think Poo Song written by Communicate2U and Students studying learning disability nursing at Coventry University

students.

To listen to “The Poo Song”, please scan the QR
code below, or visit the following link:

The Poo Song




https://media.coventry.ac.uk/View.aspx?id=39928~5s~manSgqrlzO&code=KJ~LLfpj9PjrgPNyKEQ8gJs8CRNUKvBhZNwjKg2fkjirPcToxp780prNALdSgicNWb6NGSuwLDK&ax=7u~awIbQcQcyTJJS2



5. Bowel Health Awareness

slide pack

Created by NHS Coventry and Warwickshire Partnership Trust,
Community Learning Disability Team.





NHS|

Coventry and
Warwickshire Partnership
INHS Trust

Bowel Health
Awareness

Community Learning Disability Team

People at
our heart

CONTENTS -

Warwickshire Partnership
INHS Trust

* Introduction & Aims

* Breaks and Questions

* The importance of good bowel health

* Monitoring bowel health and recognising changes
¢ Constipation - signs and symptoms

* Medication & STOMP

* Case Study

* Bowel Cancer / Screening Programmes

* Treatment Pathways / Mental Capacity Act

* Maintaining good bowel health

People at
our heart






NHS|
The Importance of Good Bowel Health L L

NHS Trust

* Your bowels are a strong indicator of your digestive health.

= Changes in the colour, shape and texture of your stool can reveal signs of infection, digestive

issues or more serious health problems such as cancer.

= Constipation and impaction are serious and life-threatening. Whilst it is thought that about
10% of the general population suffer from constipation, between 20-50% of Individuals with a

learning disability are affected. (LeDer (2019).

= An upset digestive system can make you feel bloated and sluggish and so maintaining a

People at
our heart

healthy bowel is really important for your quality of life.

INHS |
M O N ITO RI N G Warwickshirgol’vaer't‘rt\"eyrsalzg

NHS Trust

* The starting point is to know what is normal for that individual (e.g. frequency / consistency).
* Individuals who have a learning disability often have no insight into their health needs and

won’t recognise any changes; they may not be able to communicate pain or discomfort or

know when to seek medical advice.
* |t is extremely important to ensure that accurate monitoring is undertaken and any concerns
are raised and acted upon quickly.

* Good monitoring will include the use of nutrition charts, fluid charts and the Bristol stool
chart.

People at
our heart

* Wherever possible engage and educate the individual.






RECOGNISING CHANGE

Bristol Stool Chart

Separate hard lumps, like nuts. Hard
to pass

Type 2 ~ Sausage-shaped but lumpy
Typed \ Like sausage or snake, smooth and
soft

Type 5 & ‘ \ Soft blobs with clear-cut edges.
) Passed easily

Type 7 ’l

e 9@
Type 1 o ©
4

Like sausage but with cracks on the
surface

Fluffy pieces with ragged edges, a
mushy stool

Watery. no solid pieces. Entirely
liquid.

1-2 Signs of constipation

NHS

Coventry and
Warwickshire Partnership

INHS Trust

Hard and lumpy and painful to pass; have been sitting in
the large intestine and colon for a long time.

3-4 Signs of healthy digestion

Considered the optimal form of healthy stool; easy to pass

and remains intact when it is flushed.

5-7 signs of diarrhoea

Watery and mushy; pass through the large intestine and

colon very quickly.

* Be mindful that Type 7 may be overflow.

People at
our heart

OVERFLOW DIARRHOEA

Severe constipation can cause a blockage
in your bowel. Faeces become trapped in
the lower part of the large intestine
causing an obstruction of waste. The
bowel begins to leak out watery stools
around the blockage from higher up in
the bowel.

The leak from the bowel can look like
diarrhoea. It’s called ‘overflow diarrhoea’.
In this situation you shouldn’t take anti-
diarrhoea medicines.

If you've had severe constipation and
then develop diarrhoea, you should talk
to your doctor or nurse before taking any
more medicine for constipation or
diarrhoea.

NHS

Coventry and
Warwickshire Partnership

INHS Trust

Normal stool in rectum

Cheonic (Wﬂm!

Lange stooks can get
stuck in the colon and
cause more stool to
back up

Eaecal Impaction with
overflow diarrhoea

Mard stool can become
impacted n rectum.
Uquid stool then spils
around the edges and can
lead to sofing often
wihout sensation,

People at
our heart






IS COLOUR IMPORTANT? wmckshirﬁ%?r'@g::@

INHS Trust

W POOP & YOU Normal stool colour is brown.

This is due to the presence of bile in the

Super Green A Little Green
el I [ siool.
Any Shade
Black of Brown
You ate Licorce ron s et Normal stool colour can range from light

supplements or
bismuth medication OR
bleeding in upper
intestinal tract

c uLOR yellow to brown to almost black.

If stool is red, maroon, black, clay-coloured,
pale, yellow, or green this may signify a
Yellow problem.

Too much fat, malabsorption,
Red celiac disease on your diet
You ate red things OR
hemorrhoids OR bleeding
in lower intestine

Pale, White, Clay-colored
Your Bile duct may be blocked

healthline
This is not a diagnostic tool but colour changes do need recording. People at
our heart
INHS|

Coventry and
Warwickshire Partnership
NHS Trust

CONSTIPATION

» Uncomfortable or
infrequent bowel
movements.

» Three or fewer
bowel movements a
week

People at
our heart






CONSTIPATION - SIGNS & SYMPTOMS WaricshirePorincrg

NHS Trust

* Poo is difficult to push out - overstraining

* Dry hard and lumpy bowel movements

* Bleeding from bottom and /or blood in poo

* Haemorrhoids / anal fissure

* Stomach ache, feeling bloated, distended abdomen
* Lack of appetite , feeling of fullness

* Lethargy / extreme tiredness

* Possible urine retention.

People at
our heart

NHS|
SIGNS & SYMPTOMS CONTINUED Warwidishir Pt

NHS Trust

* Smearing in underwear (overflow of faecal matter) or rectal picking
* Bad breath despite good oral hygiene.
* Vomiting

* Passing excessive wind.

* Changes in behaviour / agitation

* Increase in seizures &
Y,
* Cramping and pain (including back pain) ; /| |

Unrecognised and untreated constipation in people with learning disabilities
has been known to cause death.
'Peopleat
our heart






POTENTIAL CAUSES OF CONSTIPATION w.-,,wkkshié‘;?r’:!‘nngﬁ

NHS Trust

* Poor diet with insufficient fibre (e.g. fried or fast foods which are high in fat and low in
fibre but may also contain a lot of salt which can lower the water content of stools)

* Dehydration (not drinking enough fluids or consuming fluids that can cause dehydration
such as alcohol). Excessive salivation / drooling could also cause dehydration.

* Feeding difficulties / Swallowing difficulties.

* An individual who is PEG fed may have a diet lower in fibre and fluids or an individual
may have a pureed diet, which doesn’t stimulate the bowel in the necessary way.

People at
our heart

* Not exercising enough / spending all day sitting or lying down

POTENTIAL CAUSES - CONTINUED st

Warwickshire Partnership
NHS Trust

* Medical conditions (Crohns, Colitis, gluten intolerance).

* Emotions — worries / anxieties

* Ignoring / resisting the urge to go (or not recognising that they need to go).
* Changes in routine (e.g. routine disrupted by appointments or travel).

* Medications (see below).

People at
our heart






o NHS|
Constipation related to external causes Warwickshire Portncrahp

NHS Trust

*  Pain passing a stool in the past (e.g. haemorrhoids).

*  Something bad may have happened in a toilet in @ \\ é
the past. ‘ q
$ ‘b.

*  They may require more privacy. Be discreet if
k=

observation is required.
* Dislike of public toilets or going in unfamiliar places.

*  The toilet may not be adapted to their needs (e.g. it
may be too high and they may feel unsafe)

* Sometimes people are engrossed in an activity and

they put off going. w‘ People at

our heart

INHS |

Coventry and
Warwickshire Partnership

MEDICATIONS THAT CAN CAUSE CONSTIPATION

People with a learning disability are much more likely to be prescribed medication that is
associated with constipation, such as antipsychotics, antidepressants and
anticonvulsants, all of which can have a negative effect on bowel movement.

Haloperidol, Clozapine, Risperidone
Fluoxetine, Citalopram, Sertraline
Lamotrigine, Levetiracetam, Sodium Valproate

Also consider pain killers, iron tablets, calcium supplements, which may be used in higher
quantities for PWLD.

) People at
our heart






NHS|
STO M P Wanlvickshirgonaer':l:reyrsalﬂg
STOPPING OVER MEDICATION of PEOPLE WITH A LEARNING DISABILITY, AUTISM
or BOTH.

= STOMP Goal is to improve the quality of life for individuals
wo have a learning disability by reducing the potential
harm of inappropriate psychotropic drugs.

* Ensuring that individual’s that you support have access to
regular medication reviews is extremely important. The
evidence collected by your monitoring charts will help to
inform these reviews.

Medication reviews are carried out by a GP or Consultant
(e.g. Neurology / Psychiatry).

People at
our heart

Richards Story - serious case review Warwickshie Portncran

* Emily’s brother Richard had Down’s syndrome, psychosis and a
mischievous sense of humour. He loved theme parks, theatre classes,
watching ‘Mr Bean’ and tickling people’s toes! Richard also had constipation
from birth. There’s nothing glamorous about ‘poo’ but his parents understood
Richard’s needs and did their best to make toileting fun! Laughter could be
heard from the bathroom every night, as his parents helped Richard to relax
and encouraged bowel movements.

* When Richard left home, assessment reports by professionals said
very clearly that his constipation would always need close monitoring
and support, and that constipation should always be considered as a
potential cause, when his mental health deteriorated.

* Somehow, this knowledge was lost over the years.

People at
our heart






INHS

Coventry and

Warwickshire Partnership
NHS Trust

Richard sadly died very suddenly in 2012 as a result of unmanaged constipation. He was only 33
years old. Over 10kg of faeces was removed from Richard’s bowels before he died and his bowel was
18cm diameter at post-mortem. His psychiatrist and GP had both seen him that week but did not
recognise the extent of faecal impaction. Richard’s withdrawal and distress were attributed to his
mental health and a mental health admission was arranged, when he actually needed urgent medical
attention.

When Richard was finally admitted to hospital, his assessment and treatment were inadequate, the faecal
impaction persisted and he aspirated gastric contents and died. It is difficult and harrowing to imagine how
much pain and discomfort Richard must have been in, for quite some time.

The supports that Richard needed to manage his bowel care were actually quite basic. He was

surrounded by support workers and professionals but his needs weren’t met and he died unexpectedly

with preventable and treatable symptoms. His constipation wasn’t even mentioned in his hospital

passport or Social Services' Community Care Assessment! Families put their trust in professionals

and care providers to meet their family members’ care needs, yet Richard’s support workers had

stopped using bowel charts and involving the district nurse, without letting his family know.

L People at
our heart

INHS |
FI N DI N G S Warwickshirg%vaerrt‘r'()z:h'}g

NHS Trust

* Doctor documented Richard’s abdomen as the size of a woman who was 40 weeks
pregnant.

* Diagnostic overshadowing led to physical health needs being missed due to assumptions
that his behavioural changes were solely attributable to his mental health.

* Change in service provision resulted in less monitoring of his diet and a reduction in
monitoring his bowel movements, leading to his constipation worsening.

* Care Plans were changed .
* Information was lost over time / lack of communication. /
* No Hospital Passport in place /

g :/ People at
our heart






REFLECTION Wamkkshié%fé‘?!gﬁ

INHS Trust

WHAT STEPS COULD HAVE
RISK MATRIX BEEN TAKEN TO REDUCE THE

a - RISK OR PREVENTED THIS
HE FROM HAPPENING TO
3p o RICHARD?

Impact

People at
our heart

POTENTIAL PREVENTION wmcksmé%”:#g?@

INHS Trust

* Consistency of Care and Support

" Good record keeping / daily recording / recognising changes and
raising concerns

* Education and awareness of constipation

" Healthy Lifestyles
= Joint working & Information sharing (involving family).
" Regular Reviews / Annual Health Check / Medication reviews.

" Reasonable adjustments

People at
our heart






BOWEL CANCER

INHS

Coventry and

Warwickshire Partnership

NHS Trust

Bowel cancer is a broad term for cancer that
begins in the large bowel, which is made up
of the colon and rectum.

Bowel cancer is more common in people
over the age of 50, but it can affect anyone
of any age

* Symptoms of bowel cancer can include:

* Bleeding from your bottom and/or blood in
your poo

* A persistent and unexplained change in
bowel habit

* Unexplained weight loss
* Extreme tiredness for no obvious reason
* Apain or lump in your stomach.

* Most people with these symptoms don't
have bowel cancer. Other health problems
can cause similar symptoms. But if you
have any of these, or if things just don't feel

right visit your GP
"P@Vﬁ(
our heart

Importance of Screening & Early Identification.

Bowel Screening Eligibility

»Men and Women aged 60 to 74 (75+ opt in).

Invited every two years.
»Must be registered with GP.

» Age Extension

INHS

Coventry and
Warwickshire Partnership
NHS Trust

3

age Planned year of extension

Early diagnosis gives a much higher chance of

56 (plus 60-74)

2021/22

58 (plus 56 & 60-74)

2022/23

54 (plus 56-74)

2023/24

52450 (plus 54-74)

2024/25

successful treatment than for those whose cancer
has become more widespread. There is usually a 2
week referral pathway for suspected cancer cases.

People at
our heart






In June 2019, the Bowel Cancer Screening test kit changed. Coven[tir‘-yz-.g%

Warwickshire Partnership
NHS Trust

OLD NEW
Guaiac Faecal Occult Blood Test (gFOBt) Faecal Immunochemical Test (FIT)
Results:
“No further tests needed at this time”
Instructions (Negative).
printed Approximately 98%. Recalled in 2 years.
inside the
lid.
Prepai “Further tests are needed” (Positive).
repaid .
return Seen at the local Screening Centre to
envelope discuss colonoscopy. Approximately 2%.

Occasionally some people may be sent
another kit, as the first one may not have
been competed correctly, or has been

damaged by post
People at
our heart

INHS|

Coventry and
Warwickshire Partnership

BARRIERS TO SCREENING & DIAGNOSTIC TESTS

* Alack of understanding of instructions (Easy read literature is not routinely provided for the
bowel cancer screening kit.

* Alack of support to complete the bowel screening test kit.

* The Bowel Cancer Screening Programme currently has no way of knowing who has a
Learning Disability diagnosis so non-responders are not followed up.

* Practical barriers such as mobility issues, difficulty using appointment systems or a lack of
family or carers to support with attendance at appointments.

People at
our heart

¢ Communication barriers between people with a learning disability and health pﬁsionals






BARRIERS - CONTINUED w,-,,wkksm,2°;¥:n%§§

NHS Trust

* Alack of knowledge among health professionals of the needs of people with a learning
disability or autistic people.

* Alack of awareness among screening staff about reasonable adjustments, accessible
information and other resources to support people with a learning disability and autistic
people.

* Diagnostic Overshadowing.

These barriers can result in delays to diagnosis and treatment which ultimately could
result in an avoidable and unnecessary cause of death.
People at
our heart

TREATMENT PATHWAYS Wamickshié%?é‘?!gﬁ

* GP
* Annual Health Checks for PWLD ‘ Health Action Plan
* Screening Programmes - Bowel Cancer Screening Test kit.

* Further Investigations / 2 week Cancer Pathway (GP).

Always remember Capacity and Consent to Treatment / Mental Capacity Act / Best Interest Decisions
The Decision Maker for a Best Interest Decision will be the health professional who will be undertaking the

proposed treatment.
People at
our heart






MAINTAINING GOOD BOWEL HEALTH wﬂw;cksm,'é%";’t‘géﬁg

INHS Trust

* Nutrition which contains sufficient fibre, water and healthy foods
* Adequate fluid intake - 1.5 to 2 litres per day.

* 5 aday; five portions of fruit and vegetables daily (e.g. fresh or tinned

fruit, fresh or frozen vegetables, soups, baked beans etc)
* Positive positioning (poor posture / slouching can lead to poor digestion).
* Exercise

* Regular medication reviews.

People at
our heart

SOURCES OF FIBRE w.-,micksmé%"::gﬁ

INHS Trust

Fibre helps to keep our digestive system healthy and helps to prevent constipation. A high fibre diet may help to
reduce our risk of heart disease and stroke, type 2 diabetes and colorectal (bowel) cancer. It is recommended
that adults get 30g of fibre a day, but, on average, we eat much less than this — about 20g a day.

= |tis important to regularly include a variety of fibre-
providing foods, such as wholemeal bread, wholegrain
breakfast cereals, brown pasta or rice, fruit, vegetables,

peas, beans, nuts, seeds and potatoes with skins.

= If you need to increase your fibre intake do so gradually
to avoid gut issues like bloating and gas. For gut health,

it is also important to drink plenty of fluids (around 6-8

People at

glasses per day for adults) and to be physically active.
'our heart






Soluble and Insoluble fibre

Soluble - dissolve in
water and slow down

digestion to give you

Insoluble - add bulk
to diet and help with
constipation, have
that “laxative” benefit.

that “full feeling”.
oatmeal

lentils
apples
oranges
nuts

flaxseeds
R & beans
dried peas
i cucumbers

celery
ok carrots

barley y
couscous -
brown rice ‘
zucchini
broccoli
cabbage
green beans .
dark leafy vegetables
root vegetable skins.

NutritionResearch10¢

NHS |

Coventry and
Warwickshire Partnershlp
INHS Tru

People at
our heart

LAXATIVE TREATMENTS

NHS|

Coventry and
Warwickshire Partnership
INHS Trust

Often used if lifestyle
changes, such as increasing
the amount of fibre in your
diet, drinking plenty of water
and taking regular exercise
have not helped.

People at
our heart






LAXATIVE TREATMENTS Wa,wkksmr§°.¥:£?!z§§

Bulk Forming Laxatives
Increasing the “bulk” or weight of poo / stimulates your bowel - e.g. Fybogel.

Stool Softeners
Lets water into faeces to soften the stool and make it easier to pass. (Movicol)

Stimulants
Stimulate the muscles that line the gut, helps move faeces along to the anus. (Senna)

Osmotic Laxatives
Draws water from the body into the bowel, softens faeces making it easier to pass. (Lactulose).

Lubricants, Suppositories and enemas. People at
our heart
INHS|
KEY POINTS
Warwickshire Partnership

NHS Trust

* Be observant

* Monitor and document (bowel charts / fluid charts / nutritional intake)

* Raise concerns / promote good communication &,

* Support individuals with physical health checks and screening IMFortﬂnt
(GP Annual Health Checks / Health Action Plans) ——

* Regular medication reviews (think STOMP) and remember to have regular reviews
of laxative medications.

* Request reasonable adjustments when attending appointments
* 2 week Cancer Pathway (GP Referrals).

* Mental Capacity Act / Best Interests Decisions.

* Education / Empowerment.

* Encourage Healthy Lifestyles.

- People at
our heart






6. Links to other resources

LeDeR reports (Coventry and Warwickshire):
https://www.happyhealthylives.uk/document-library/?keyword _search=LeDeR

LeDeR reports (National):
https://www.kcl.ac.uk/research/leder

2022 LeDeR report foreword from the Staying Alive and Well group:
https://www.youtube.com/watch?v=_ao_etBdtMw

Constipation - Dying for a Poo:
https://www.bristol.ac.uk/media-library/sites/sps/leder/ConstipationJANnewsletter.pdf

Public Health England. Population screening: reducing inequalities for people
with a learning disability, autism or both:
https://www.gov.uk/government/publications/population-screening-supporting-
people-with-learning-disabilities

Public Health England. Constipation; making reasonable adjustments (2016):
https://www.gov.uk/government/publications/constipation-and-people-with-learning-
disabilities/constipation-making-reasonable-adjustments

Diagnostic Overshadowing: See Beyond the Diagnosis:
http://www.intellectualdisability.info/changing-values/diagnostic-overshadowing-see-
beyond-the-diagnosis

Easy Read Bowel Screening leaflet:
download.cfm (covwarkpt.nhs.uk)

Signs & Symptoms of Bowel Cancer:
https://www.bowelcanceruk.org.uk/about-bowel-cancer/symptoms/

Easy Read version of STOMP:
https://www.england.nhs.uk/wp-content/uploads/2018/02/stomp-easy-read-leaflet.pdf

Confidential Inquiry into premature deaths of people with learning disabilities
(CIPOLD):

https://www.bristol.ac.uk/media-
library/sites/cipold/migrated/documents/fullfinalreport.pdf

Recognising Deterioration — Briefing for Carers:
https://www.bristol.ac.uk/media-
library/sites/sps/leder/RecognisingDeteriorationLiABulletinFINAL.pdf

Easy Health — Accessible Health Information:
https://www.easyhealth.org.uk/




https://www.happyhealthylives.uk/document-library/?keyword_search=LeDeR

https://www.kcl.ac.uk/research/leder

https://www.youtube.com/watch?v=_ao_etBdtMw

https://www.bristol.ac.uk/media-library/sites/sps/leder/ConstipationJANnewsletter.pdf
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https://www.gov.uk/government/publications/constipation-and-people-with-learning-disabilities/constipation-making-reasonable-adjustments

http://www.intellectualdisability.info/changing-values/diagnostic-overshadowing-see-beyond-the-diagnosis

http://www.intellectualdisability.info/changing-values/diagnostic-overshadowing-see-beyond-the-diagnosis

https://www.covwarkpt.nhs.uk/download.cfm?doc=docm93jijm4n5821.pdf&ver=7909

https://www.covwarkpt.nhs.uk/download.cfm?doc=docm93jijm4n5821.pdf&ver=7909

https://www.bowelcanceruk.org.uk/about-bowel-cancer/symptoms/

https://www.england.nhs.uk/wp-content/uploads/2018/02/stomp-easy-read-leaflet.pdf

https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf

https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf

https://www.bristol.ac.uk/media-library/sites/sps/leder/RecognisingDeteriorationLiABulletinFINAL.pdf

https://www.bristol.ac.uk/media-library/sites/sps/leder/RecognisingDeteriorationLiABulletinFINAL.pdf

https://www.easyhealth.org.uk/



CWPT Learning Disability Resource:
Learning Disability Services | Coventry and Warwickshire Partnership NHS Trust
(covwarkpt.nhs.uk)

Constipation resources for people with a learning disability:
https://www.england.nhs.uk/publication/constipation-resources-for-people-with-a-
learning-disability/#heading-5

Constipation resources for carers of people with a learning disability:
https://www.england.nhs.uk/publication/constipation-resources-for-carers/

Videos

Poo and You
https://www.youtube.com/watch?v=C9jDDOA4pdY

What are the signs of constipation?
https://www.youtube.com/watch?v=mHNvbPQo06a4

Poobusters
https://www.youtube.com/watch?v=R16WY6MLBBU

Bowel cancer Screening animation (subtitles available in several languages):
https://vimeo.com/showcase/6663813




https://www.covwarkpt.nhs.uk/learning-disability-services/

https://www.covwarkpt.nhs.uk/learning-disability-services/

https://www.england.nhs.uk/publication/constipation-resources-for-people-with-a-learning-disability/#heading-5

https://www.england.nhs.uk/publication/constipation-resources-for-people-with-a-learning-disability/#heading-5

https://www.england.nhs.uk/publication/constipation-resources-for-carers/

https://www.youtube.com/watch?v=C9jDDOA4pdY

https://www.youtube.com/watch?v=mHNvbPQo6a4

https://www.youtube.com/watch?v=R16WY6MLBBU

https://vimeo.com/showcase/6663813
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