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Person has the  right to decline a  HAP.     *Care homes  should make a  record of actions  taken.   *Review regularly  or when health  needs alter.  

Identify the people  closest to the person  (e.g. circle of support)  and decide if it  is in  the persons ‘best  intere sts’ to have a  HAP?  

Yes   No  

If group decide  it’s ‘not in the  persons best  interests’:     * Care homes  should make a  record of  actions taken  and reasons  for making  decision.   *Review  regularly or  when health  needs alter.   Identify a  Health  Facilitator  who will co - ordinate HAP  and liase with  the people  closest to the  person (e.g.  circle of  support) .   

Talk through what a HAP is with person  

Does the person want a HAP?  

No   Yes  

Does the person fully understand?  

Identify a health  facilitator  

Help person to identify the things that  are important to him/her  –  the things  that make them feel happy and well.  

Think about the areas of health that  could affect these things, and plan how  to make s ure these things will  continue.  

Talk through the HAP checklist and  identify any specific areas of health  that need to be addressed   *Prioritise if necessary  

Identify if any health professionals  need to be involved.  

Identify what needs to be done  (actio ns) to improve or maintain  current health.   

Identify what level of support the  person needs.  

Set dates for actions to be reviewed.  

No   Yes  

Identify any new needs (review  prioritised list)  

Ensure Plan is in an accessible format, and that  person is always at the centre.  Make sure person  always has a copy of the HAP. Consider the persons  right, choice, independence and inclusion.  

Starting a Health Action Plan  
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What is Health Facilitation?

Health facilitation has evolved through the role of family carers, practitioners and others wishing to improve the health needs of people with learning disabilities.  It also emerged from the wishes of people with learning disabilities, their relatives and support workers who wanted someone to help support and navigate them through the NHS to access the best and most appropriate health care.  

	There are two levels of health facilitation:

Level 1 – service development work and informing planning and commissioning.

Level 2 – Person to person work with people with learning disabilities.


Level 1, the Service Development level is important because this is where the Primary Care Trusts are being supported to make changes to ensure that the health services are accessible and meet the health care needs of people with learning disabilities.  

Level 2 is where specific work is undertaken with the individual who has a learning disability and focuses on health outcomes.  

Who can be a Health Facilitator?

The health facilitator where possible should be chosen by the person with learning disabilities.  Valuing People (2001) says that this person could be a friend, relative, carer, advocate or professional.  It is important that the person knows them well, is competent and is trusted by the person who has a learning disability.

The Role of the Health Facilitator

The essential responsibilities of a health facilitator are listed below:

· Supporting the individual to understand the importance of a health action plan (HAP),

· Supporting the person to improve and maintain good health,

· Helping to identify and record health targets for the HAP,

· Supporting the person to access health services, including screening programmes,

· Supporting the person to identify and meet their health educational needs,

· Supporting the person to review their HAP,

· Supporting the person to raise concerns and report discriminatory practice.

	The health facilitator is not expected to know all the answers and understand everything; it is important that the health facilitator acknowledges their limitations and seeks appropriate support where necessary.




What makes a GOOD Health Facilitator?

People with learning disabilities provided the following list of qualities they would value in a health facilitator:

	Involved with the individual
	Well organised


	Doesn’t always take over
	Trustworthy


	Impartial
	Good listener & communicator

	Understanding
	Doesn’t humiliate the person

	Intelligent
	Close by

	Assertive

	Approachable

	Knowledge of area, law & health
	Cool under pressure


A good health facilitator will:

· Listen- to the person, 

· Provide information – in an accessible format to enable them to make informed choices about their health,

· Acknowledge their limitations- and seek support from others,

· Promote Valuing People Principles- promoting their rights, choice, independence and inclusion every step of the way,
· Be Supportive / Positive- By helping the person to set achievable goals,

· Advocate- Promote and support the independence of the individual,
· Role Model- Sharing your expertise on how to treat someone with a learning disability will enable others to learn and do the same,

· Use effective communication- Find out the best way to give and receive information and communicate with the individual and share this with others,

· Know the person well- this will ensure that the individual feels comfortable and confident for you to be their facilitator,

· Review actions- to ensure that things have improved and that the persons needs are being met.  Without this the whole process is worthless! 

What is a Health Action Plan (HAP)?

	The Department of Health Defines Health Action Plans as follows:

A HAP details the actions needed to maintain and improve the health of an individual and any help needed to accomplish these.  It is a mechanism to link the individual to a range of services and supports they need, if they are to have better health.  HAPS need to be supported by wider changes that assist and sustain this individual approach.  The plan is primarily for the person with learning disabilities and is *usually co-produced with them.



* See section 8 for information about ‘best interest HAPs’.

	In addition the HAP might also be used to:

· Educate or inform the individual and the people working with them about health

· Improve the co-ordination of services for the individual

· Influence services and other structures that affect the person’s life.




Who should be offered a HAP?

The Department of Health says that all people with a learning disability should be offered a HAP, recognising that it is someone choice if they do not want one.  In Leicester, Leicestershire and Rutland we said that certain people should be offered a HAP first, these people are:

· People who have recently moved out of a long stay hospital,

· People using a high level of services,

· People from ethnic groups,

· People with carers over 60 years of age,

· People with identified unmet health needs,

· People moving home,

· People with major life changes,

· Young people in transition,

· People who are ill,

· People of retirement age (about 60 years old),

· People on CPA (Care Programme Approach).



Getting started- hints and tips

1. Talk through what a HAP is with the person and explain why it is important to have good health- the ‘HAP Guidance’ can help with this.

2. Make sure the person fully understands and that they are able to make the decision of if they want a HAP –for paid carers make a note in your records if the person chooses not to have one and what steps you took to ensure this decision was an informed choice (this is important because when your service is inspected they may ask for evidence that the person has made an informed choice).  In addition remember to offer the person opportunities to change their mind, you may notice a change in the persons health and suggest to them that it would be a good time to start a HAP.

3. Help the person to choose what format they would like their HAP to take for example, photos, pictures, CD, tape, video, or a poster.   It is important that they can understand it.  Remember that the HAP can be part of the person centred plan, or any other plans they have.  You could also use magazine pictures, or clip art if these are understandable to the person.   Computers are really good for making the HAP more interesting, and typed words are usually easier to read compared with handwriting.  There are some guidelines on how to make information easier to understand.  The guidelines, the ‘Leicester Symbols Project’ and ‘Partnership Board Word Bank’ are available from the Leicester Disability Information Communication Network – (www.LDICN.org.uk). 

4. Help the person to think about the things they do now that are important to them and that they enjoy doing.  If these things suddenly stop it is likely that it will affect the person’s health.  You could take photos or draw pictures of these things and include them in the HAP, saying why they are important to the person.

5. If the person attends other services, such as respite care or day services, it is important to let them know you are starting the persons HAP.  It may also be necessary to share parts of the plan, but remember it is up to the individual to say whom they want to share it with. 

6. Work through the checklist of things to consider, see HAP guidance. It may be helpful to write down what things you talk about for each area of health, this could then be added to the plan as a record of their health.   It might be that some areas of health need actions to be taken as a priority because it is clear there is a problem or because that area of health is most important to the individual.   That is fine but remember go back and look at the other areas of health once the actions have been taken.

7. Make sure the person is always at the centre; it is their plan and is about what they want to do.  However there may be a need to inform and educate the person about certain things to make sure their choices are informed.

8.  Remember to acknowledge your limitations and seek help or clarity from the appropriate professionals.

9. Ensure that the HAP has a named person responsible for undertaking the actions and a date for the action to be reviewed.  It is the role of the health facilitator to check that actions have been taken, and to help the person think about if it has been successful.  It is important to remember that sometimes we can achieve the same thing a number of different ways, therefore if an action hasn’t been successful consider if there are other ways to achieve the same goal and if the goal could be broken down further to make more achievable targets. 

10. If the HAP has not been initiated by a health professional in primary care, such as a doctor or practice nurse, help the person to consider if they would like a health professional to check their HAP.  This will ensure that any actions that are inappropriate for the person’s general health status are discussed and amended and will help check that no health improvement opportunities have been missed.

	A clear health action plan must be the end result and should identify:

· Actions to improve health,

· Actions to maintain health,

· Who will help ensure these actions take place (especially if this is someone other than the health facilitator),

· Timescales for various actions and when there will be a follow up or a review.



Page 11 shows an example of Jane’s health action plan.  The area covered is her eyes, she may also need a health action plan for other areas of her health, such as ears, getting around, or women’s health issues.

Best Interest Health Action Plans

Some people with learning disabilities may not be able to make an informed choice about if they want a health action plan or about their health.  As a health facilitator for an individual you will be involved in identifying if the person is able to make this choice, however you should not make this decision on your own.  To start the process you will need to identify which people should be involved, this would usually be the people who know the individual best (like the circle of support) and a health professional if necessary.  It is important you follow the guidance about obtaining consent and best interest decisions (see page 21).

If it decided that the person is not able to make an informed choice, then the people identified as important would need to decide if it is in the persons best interest to have a HAP.  It is a good idea to document any decisions the circle of support has made and how and why the group came to make the decisions.   

When writing a ‘best interest’ HAP, it is best practice not to write it in the first person e.g. ‘I need to have my eyes tested’ instead you might write, ‘Jane needs to have her eyes tested’.  This is because the person themselves have not told you what to write in their HAP or what they want to do to be healthy.  Instead you are writing about the things that as a carer, professional or friend you have observed and learnt about the person.  You would probably have gathered this information over a period of time from the person’s non-verbal communication such as their expressions and reactions to things.  You would also be writing about the things that evidence shows would help them to be healthier and have a better quality of life.  

Page 13 shows an example of a ‘best interest’ HAP.  The group would consider each health issue highlighted within the HAP Guidance and would write down what the good and bad support would be for the person.  This does not replace a persons care plan, but as you can see becomes more like one. The person should still be at the centre of the whole process and the principles of rights, choice, independence and inclusion should be pivotal.  It is important to remember that even if the decision has been made that the person can’t make an informed choice about one aspect of health they may be able to make some choices about what is in their HAP.  The principle of the ’best interest’ HAP is about ensuring that the person’s health care needs are being met, that the person is being supported in a consistent manner and that they are supported to be as independent as possible.
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7. Supporting John to eat healthily.

John needs full support to eat – Support Workers should not help John to eat or drink unless they have been trained and feel confident to do so. 


John appears underweight and we need to get his exact weight, also his BMI.  Referral to dietician services will also be necessary to look at his diet.  We also need to look at John’s fluid intake and work out if he is getting enough fluids.

As referred to in area 1 around supporting John to be healthy, a peg tube may be a good course of action for John. 







Benchmarks for Best Practice 

The following benchmarks for best practice are available on the Valuing People Website – www.valuingpeople.gov.uk 

They are summarised below into the 7 points but more detail is available on line.

1. Choice, Consent and Confidentiality

The person has chosen to have a Health Action Plan and has given consent, or best interest practice has been applied.

2. Gathering Information

The Information gathered provides a comprehensive picture of current health needs and risks 

3. Responsibilities 

The Health Action Plan is living and growing.

4. Facilitation and Support

The person has an appropriately skilled and informed supporter of their 

Choice.

5. The Health Action Plan

The Health Action Plan is available to the person and presented in a format that the person has chosen

6. Primary Care

There is Primary Care involvement in Health Action Planning 

7. Outcomes Health Action Plan

 Outcomes contribute to improved health and service development and 

Delivery.
Health needs of people with learning disabilities
As a health facilitator it is important to have a good knowledge of the current evidence around the health problems that people with learning disabilities can be more prone to.  

Mortality:  People with learning disabilities are more likely to die at a younger age than the general population, although are living a lot longer than they used to.

Respiratory Disease: This is the most common cause of death of people with learning disabilities, and is more common than among the people in general.

Coronary Heart Disease (CHD): Coronary heart disease is the second most common cause of death of people with learning disabilities, and this could increase as a result of the life changes that come with community living.  Almost half of the people with Downs Syndrome have heart problems.

Cancer:  The incidence of cancer is rapidly increasing amongst people with learning disabilities, however currently the pattern of cancer is different than the general population.  People with learning disabilities are more likely to suffer from oesophageal, stomach and gall bladder cancer and leukaemia.  Women with learning disabilities are less likely to have smear tests for cervical cancer, or breast screening 

Gastrointestinal Disorders:  There is a high level of gastrointestinal disorders; in particular Gastro-oesophageal Reflux Disorder, which is frequently overlooked.

Helibacter Pylori: Figures show that up to 90% of people with learning disabilities will have Helibacter Pylori – particularly within group living situations, hospitals, respite care and adult day centres.

Sensory Impairments:  People with learning disabilities are much more likely to have problems with their sight and hearing, than people in general. This is especially true for people with Downs Syndrome.

This could be left untreated as the symptoms could be assumed to be part of the learning disability, rather than poor sight or hearing.

Risk Factors Associated with poor health:

People with learning disabilities are more likely to be either overweight or underweight.

People with learning disabilities are less likely to eat a balanced diet with fresh fruit and vegetables. They are also less likely to know about healthy eating.

People with learning disabilities are less active, and the activity levels are less than the minimum recommended by the Department of Health.

Thyroid:   People with learning disabilities, especially Downs Syndrome, are more likely to suffer with thyroid problems.  This risk increases with age.
Dementia:  People with learning disabilities are more likely to suffer from dementia than the general population.  Prompt diagnosis ensures that appropriate ways of maximising a person’s independence are put in to place and plans are developed for the future.
Mental Health:  People with learning disability are at increased risks of developing mental health problems.  These sometimes go unrecognised and so untreated.  

Good health for people with learning disabilities

The person you are supporting may be entitled to help with health costs such as prescriptions, dental treatment, sight tests, glasses or contact lenses.  To find out more you can contact the Department of Health and ask for a HC11 ‘Help with Health Costs’ form – 08701 555 455

Dental health

Everyone should visit a dentist regularly; your dentist will advise how often this should be.  People with no teeth or who wear dentures should still have their gums checked by their dentist.  Ask the dentist about preventative measures such as fluoride toothpaste and anti-microbial agents.  Your local dentist should provide a service that meets the needs of the person your supporting, even if they have difficult behaviours.  NHS direct or your local PALS can help you find you’re nearest dentist who is accepting NHS patients.  It is recommended to brush your teeth twice a day and to change your toothbrush every 3 months.

Vision

Everyone should have their eyes checked at least 2 yearly or as advised by the optician, even if they do not have any sight loss.  People with Downs’ syndrome and some other genetic conditions can develop additional eye problems.   A good eye examination will ensure that the eyes are healthy and can help detect early symptoms of general health problems such as diabetes or high blood pressure.  Poor vision can effect your communication and will impact on your quality of life if it is not recognised.  To help you to identify if someone’s eyesight is good there is a vision checklist available.

Hearing

It is advised that people have routine screening for age related hearing loss from the age of 45 years and every 5 years thereafter.  People with Downs’ syndrome are advised to have screening of hearing function every 3 years throughout their life.  Often people with learning disabilities have undetected hearing loss therefore when starting the HAP it may be appropriate to seek advice from the doctor, learning disability service or hearing clinic.  There is also a hearing checklist to help you to identify if someone’s hearing is good.

Nutrition

The Department of Health recommends that people eat at least 5 portions of fruit and vegetables a day and between 8-10 cups of fluid a day. See the section on ‘resources’ for guidance on healthy eating and good nutrition.

You may wish to seek advice from the person’s doctor, or the learning disability service if the person your supporting has persistent problems related to weight (over/under), eating, drinking, chronic constipation or specific medical conditions requiring more complex interventions.

Physical activity and exercise

Being active can increase someone’s quality of life; it helps to manage weight but also has a lot of other benefits as well.  The Department of Health recommends at least 30 minutes of activity a day at a level that leaves you slightly out of breath and that causes both heart rate and body temperature to raise.  It is important to seek advise from the persons’ doctor if they are currently not very active or have any health problems (such as a heart problems) before they start an activity programme.  

Special Health Problems

If you are supporting someone who has already got a diagnosis for specific health problems such as epilepsy, diabetes or high blood pressure, it is important they have regular medical check ups and that as the health facilitator you have a good understanding of the problems and what needs to be done to improve or maintain good health.  It is important that this is reflected in the persons HAP and that they to are appropriately supported to understand the problem.

Thyroid Dysfunction

Thyroid function tests should be performed on any unusual presentation and then annually for people with Down’s syndrome or anyone with a previous history of thyroid disease.  For people who have phobias of needles there is the option of having a finger prick test performed as a last resort.  Speak to your doctor about this procedure.

Medication

Everyone should have his or her medication checked at least annually or as advised by the doctor.  It is important to follow the instructions that come with the medication and to be aware of any associated side effects/contra- indications.

Breast Screening

Breast screening is a method of detecting breast cancer at a very early stage. The first step involves an x-ray of each breast  (a mammogram), which is taken while carefully compressing the breast. Most women find it a bit uncomfortable and a few find it painful. The mammogram can detect small changes in breast tissue, which may indicate cancers that are too small to be felt either by the woman herself or by a doctor. Free 3 yearly breast screening is provided to women between over the age of 50 years, although the first invite may not be received until the age of 53 years of age.  

Cervical Screening

Cervical screening is not a test for cancer. It is a method of preventing cancer by detecting and treating early abnormalities, which, if left untreated, could lead to cancer in a woman's cervix (the neck of the womb). All women between the ages of 25 and 64 are eligible for a free cervical smear test every three to five years, either at their GPs or family planning clinic.  It is important to remember that there are factors other than if the person is sexually active that should be taken into account when making a decision around attending for screening, the persons doctor should be able to clarify these factors.
Bowel Cancer

A national Bowel Cancer Screening Programme will be phased in from April 2006. Men and women aged 60-69 will be invited to take part in screening every two years.

The screening test is performed in the privacy of your own home, and then sent to a laboratory for analysis. It can help to detect bowel cancer well before any symptoms develop.  To find out about the signs and symptoms of bowel cancer you can speak to your doctor.

Testicular Awareness

Testicular cancer is the commonest cancer affecting young men between 20 and 39 years old. Cancers which are found early are the most easily treated. It is important that men regularly check their testicles and contact their doctor should they notice any lumps, swelling, pain or discomfort. 

Mental Health

People with severe long-term mental health problems should be offered an annual review from their doctor or psychiatrist; this would include checking their medication and their current mental state.  It is important to have a good understanding of common mental health problems and their associated signs and symptoms such as depression, anxiety, and dementia.

Getting the best out of a GP or Hospital Appointment

Often people with learning disabilities experience difficulties when using their local doctors surgery or the hospitals.  Unfortunately the suggestions given below will not always make things immediately better, but hopefully over time for those who do have bad experiences things will start to change for the better.

The things doctors and nurses have said

There have been lots of studies done over the years asking doctors and nurses what they think some of the problems are when supporting someone with a learning disability, here are some of the things they said:

· Limited contact with people with learning disabilities- (estimates of only about 22 people are likely to have learning disabilities on an average GP’s list of 2000 patients).

· Limited training on how to meet the needs of people with learning disabilities.

· Difficulty gathering sufficient information and history taking –particularly when someone who doesn’t know the person very well supports them to their appointment.

· Communication difficulties.

· Difficulties during appointment due to fear, anxiety, or behavioural problems.

· Obtaining consent.

· Consultation time constraints – pressures from the government.

There is a lot of work going on to help staff within primary care staff to better meet the needs of people with learning disabilities, however her are some suggestions on how as a health facilitator you could help try to improve the experience of the person with learning disabilities.

1. When doing the HAP help the person to consider and record the best ways to support them to their appointments, thinking about if they have any particular fears or anxieties and how you could help to reduce these, for example if the person doesn’t like busy places visiting at a quieter time might help.

2. When arranging an appointment inform the staff that the patient has a learning disability and ask if it is possible to have a longer appointment.  In addition inform them of any special requirements the person has (see point 1) and explain how these can be met.  If it is explained that these requirements will help the doctor or nurse get the most out of the appointment, they may be more flexible.  It may be helpful to provide the staff with a brief written outline of the persons needs, so they can add it to the persons notes for future visits. 

3. Ideally it would be good for the health facilitator where necessary to support the person to any health appointments, however if this is not possible ensure that the person supporting knows them well and is prepared.  Ensure whoever is supporting has a good understanding of the persons needs, and medical history.

4. During the appointment try to encourage the professional to speak to the person with learning disabilities first, only assisting if something is not clear.  It is important to share with the professional how best to communicate with the individual, again a brief summary may assist them for the future.  Even if the person is not able to communicate, it is still important to include the person in the whole process.

5. With permission from the individual share with the professional their HAP or their Hospital booklet if they are in hospital or attending an outpatients appointment.  Ask if they would document anything that the person needs to do to maintain or improve their health on the HAP (or if necessary on a separate sheet of paper that you can then make more accessible following on from the appointment).

6. Show the professional how you would treat the person, this way they can learn from your actions.

7. Advocate for the individual by helping them to be as independent as possible, and to help them to raise their opinions and concerns.

8. Check that you have understood what the issue is and what needs to be done – have you be given enough support to undertake anything you need to do?

Consent

The information below it is about what the law says about getting consent from an adult who has a learning disability.

Adults with learning disabilities have the same rights to consent to treatment as other adults.  However, it may be necessary to make a judgement about a person’s capacity to give or refuse consent.  This may not always be a straightforward process.  Below is a brief summary of published guidance about the main issues relating to consent and people with learning disabilities.

1. If an adult with a learning disability is able to give consent, their agreement is needed for any intervention or treatment.  Some people may have the capacity to consent to some procedures but not others.  They may also withdraw their consent at any time.

2. It is up to the person undertaking the procedure or providing the care to assess if they have valid consent from the patient.  Assessing the capacity of a person to give consent can sometimes be a complex process.
3. To give valid consent, the person must:
    

· Be provided with adequate information (in a way they understand) to help them to make the decision.
· Be able to understand the information, the consequences and be able to weigh it up.
· Be able to express a free choice, without pressure.

4. After following these steps, if it is felt the person is not capable of giving or refusing consent, it is still possible for you lawfully to provide treatment and care.  However no one (not even the person’s parents or those close to them) can give consent on their behalf. 

5. In this situation you are generally allowed to provide treatment or care that is believed to be in the patient’s ‘best interests’.

6. Establishing ‘best interests’ generally involves the consultation of a number the people close to the person (such as the circle of support identified through PCP).  In determining the best course of action factors such as the patient’s general well-being, relationships, spiritual and religious welfare and what they are known to believe in should be taken into account.

7. In the situation of a serious medical matter legally the doctor has the power to make the final decision, although should also follow the above steps.  However if you do not agree with the decision and you have already expressed this to the doctor you can ask a court to intervene.

8. You should never be asked to sign a consent form on behalf of an adult with learning disabilities.  However you may be asked to sign to say you have been consulted.

9. If you are not happy with how you have been approached about consent, you can tell the health professionals involved you are not happy.  If you are still not satisfied you can make a complaint, the PALS service can help you through this process.

Disability Discrimination Act (DDA)

If someone you support has a learning disability, the Disability Discrimination Act (DDA) makes it unlawful for him or her to be discriminated against in:

· Employment 

· Access to goods, facilities and services 

· The management, buying or renting of land or property 

· Education 

The DDA was passed in 1995 to introduce new measures aimed at ending the discrimination which many disabled people face in their everyday lives.

Under the DDA, discrimination occurs where:

· A disabled person is treated less favourably than someone else 

· The treatment is for a reason relating to the persons disability 

· The treatment cannot be justified 

Discrimination also occurs where there is a failure to make a reasonable adjustment for a disabled person and that failure cannot be justified.
A disabled persons rights of equal access to health and social care


As a patient in the NHS or as someone using social services someone with a learning disability has a right of equal access to their services, regardless of their disability. While this seems straightforward, there are some issues that can make knowing your rights in health and social care difficult.  One of the problems is that many facilities provided by Social Services are exempt from the DDA if they are provided under a legal (Statutory) obligation.

However the DDA can help people with disabilities to get equality of access to services. For example an individual with a learning disability has a right to information in a form that is accessible to them. Such information would include general patient’s information leaflets, hospital and GP surgery information such as opening times and site maps and, importantly, complaints procedures. 

An individual with a learning disability also has rights of access to GP and dental surgeries, hospitals and mobile units such as those used for cancer screening. As adjustments have to be reasonable it may be that a large hospital would be expected to undertake major access works, whereas a small dental practice or GP surgery may be able to provide their service in another way if their premises were inaccessible. This may, for example, be by arranging a home visit. Similarly with auxiliary aids, a hospital may be expected to have induction loops at information/reception counters whereas a small surgery may have a portable induction loop that could be worn by the doctor or receptionist when requested. 

When the person goes to a hospital or clinic or surgery they might need support while waiting for their treatment, or, during treatment. If they are visually impaired, somebody will need to show them where important facilities are located, and make sure that they will be able to get there later if needed. 

When staff provide information, ask questions, or need the person to make decisions, the person may need support to help them understand what is going on, or agree to what happens. If the person will have to wait for long periods, staff may need to check out their needs. When the person is sent for tests, x-rays etc. in hospital, they may need support to get there. When they leave the hospital they may need help with transport. Many of these support issues apply to anyone using the NHS, but for a disabled person the problems that can be caused by not having this support may lead to them receiving a worse service under the DDA. 

The success of the medical treatment may depend upon the person having additional support. For example information about taking medication may need to be in easy-to-understand language or large type. 

Service providers are expected to make “reasonable adjustments” to physical features but what is “reasonable”? 

The law uses this phrase to allow different solutions in different situations. However, the Code of Practice does say that what is reasonable may vary according to:

· The type of services being provided, 

· The nature of the service provider and its size and resources, 

· The effect of the disability on the person.
 
These are some of the factors that service providers might have to take into account: 

· Whether taking particular steps would overcome the difficulty that the person faces in accessing their service, 

· How practicable it is to take the steps, 

· The financial and other costs of this, 

· How disruptive it would be, 

· How much money and other resources they have available to spend on it, 

· How much they have already spent, 

· What financial help is available to them.

So you need to think about these factors when looking at whether the service is reasonable.

If a service provider does nothing until you are unable to use their services they could well be in breach of the law.

What can you do?

If the person you are supporting is finding it unreasonably difficult to use a service the most sensible thing is to talk to the service provider. It may be that they have considered this issue and have made changes that aren’t obvious, such as an alternative entrance, staff that can help with providing the service or something similar. They may have plans for changes to address the issues. Although they may not have fully met their legal duty, it could be useful information. 

If discussing this with them or contacting them in another way such as in writing, (a standard letter is available from the DRC Website to help you http://www.drc.org.uk/knowyourrights/newsdetails.asp?id=185&title=bs ) or by telephone does not resolve the situation then you can consider taking it further and contacting a local disability organisation or the Disability Rights Commission (DRC) Helpline for advice. 

The DRC provide a Helpline and a conciliation service. The Helpline is there to advise everyone about his or her rights and responsibilities. Just as you can contact them to discuss a potential case of discrimination, a service provider can ring to get details of organisations that can help identify barriers and how they might be removed. The DRC Helpline is open from 08:00 to 22:00, Monday to Friday. 

If none of this resolves the situation you can consider taking legal action against the service provider.
Local Support 

Using the Public Advice Liaison Service (PALS)

As a patient, relative or carer sometimes you may need help, information or support.

PALS can provide you with confidential advice and support, helping you to sort out any concerns you may have about the care provided and guide you to the different services available to you.  PALS have a wide network of contacts and if they can’t answer your queries, they will know someone who can.  

Here are two examples of how the PALS service can help:

1.  Support with accessing Finances

A service user expressed concerns around lack of access to her finances.  Initially the service user had written her concerns in the form of a complaint letter, however, with the input from the PALS Service the issue was resolved and a contract was agreed that the service user was happy with.

In addition, the service user had raised that she particularly enjoys soup as part of her meal, however, the soup available was not suitable due to her strict diet regime. The catering manager offered to produce a home made soup that would meet her dietary needs.
2. Cancellation of outpatient appointment

A service user’s wife contacted PALS stating that she was very concerned that her husband’s outpatient appointment had been postponed for over a month.  Throughout the conversation, the woman was very distressed as her husband’s mental state appeared to be deteriorating and she had been desperate for the outpatient appointment to come round. She had contacted the outpatient department and been told an earlier appointment would not be possible. With the speedy cooperation of the Service Manager and the Consultant Psychiatrist, it was possible for the service user to be seen in outpatients the following day. The enquirer contacted the PALS service to thank them for their assistance.
	Every Primary Care Trust (PCT) has a PALS who will help if you have problems or queries with you local doctors or with any of the services provided by that PCT, such as the district nurses or the NHS dentist. 

The local numbers to contact are:

· Leicester City: 0116 2957804
    

· Charnwood and North West Leicester: 01509 564444
· South Leicestershire: 0116 2861764
     

· Melton, Rutland and Harborough: 01664 855017
     

· Hinckley and Bosworth: 01455 441971 
  



	Every hospital will also have a PALS who will help you with any problems or queries you have about the services provided in hospital.

There is one PALS service for the University Hospitals of Leicester; this includes the Leicester Royal Infirmary, the Leicester General and the Glenfield General hospitals.  The numbers to contact are: 

Leicester Glenfield Hospital: 0116 2563100
Leicester Royal Infirmary: 0116 2586344
Leicester General Hospital: 0116 2588295



	There is also a PALS service for the Leicestershire Partnership Trust (LPT), which currently provides Mental Health and Learning Disability services (such as learning disability community nurses, psychiatrists or the Assessment and Treatment Unit).  

The number to contact for the LPT PALS service is: 0116 2256647 





Specialist Health Services For Adults with a

Learning Disability

Leicestershire Partnership Trust

Leicestershire Partnership Trust is part of the National Health Service and provides both Learning Disability and Mental Health Services for people living in Leicestershire, Rutland and Leicester.

What is a Learning Disability?
The term learning disability is a nationally adopted term. Other terms include learning difficulties, mental impairment and in the recent past mental handicap. 

The term learning disability means someone who has difficulties in understanding, difficulties in learning new things and putting these to new situations. These difficulties can be with social tasks such as communication, self-care and awareness of social situations. People with learning disabilities often face prejudice and discrimination however unintentional.

A person may be considered to have a learning disability when all of the following apply.

· Significant impairment of intelligence

· Significant impairment of social functioning, such as communication or daily living skills

· The impairment was acquired before adulthood (Before the age of 19 years)

Community Health Teams for adults with Learning Disabilities

Many people with learning disabilities have greater health needs than the rest of the population. They are more prone to long-term health problems that require additional support.

The Community Teams Learning Disabilities are local teams of specialist health professionals that work with people with learning disabilities.

The teams include

	Community Nurse

	Physiotherapist

	Occupational Therapist

	Psychiatrist

	Outreach Nurse 

	Psychologist

	Speech & Language Therapist
	Physical Activity Co-ordinator

	Administration & Team Support

	


What do the Teams do?
· Provide health interventions and specialist therapies to support independence

· Help people with learning disabilities access general health services

· Share expertise including training, advice and practical support to people with learning disabilities, their families, carers and other agencies

· Support people with learning disabilities to stay healthy and safe, for example, health promotion

· Support the communication needs of people with learning disabilities and help other health services to communicate effectively

· Develop new ways of working with others to deliver better services for people with learning disabilities

Referrals 

Anyone can contact the team for help and advice or make a referral between 8.30am – 4.30pm, Monday to Friday. 

Contact details below.

Where you can find us and make referrals

If the person lives in Leicester City: 

City Locality  -   




Gorse Hill Hospital








Anstey Lane








Leicester








LE7 7GX





City East:

0116 225 5414





City West:
0116 225 5400
If the person lives in South Leicestershire, Hinckley, Bosworth, Melton, Rutland or Market Harborough: 



South Locality 
-

Leicester Frith Hospital

Mansion House

Groby Road

Leicester




LE3 9QF

0116 225 5301

If the person lives in Charnwood, Northwest Leicestershire:




North Locality


Shepshed Health Centre

Field Street 

Shepshed


Leicestershire

LE12 9AL

01509 503 019


Lead Health Facilitator:

The Lead Health Facilitator is able to provide you with support and advice and will help you with any worries you have about Health Action Plans or health facilitation.  The number to contact is: 01664 855515 or email to laura.summers@mrh-pct.nhs.uk
Leicester, Leicestershire and Rutland’s Health Action Planning Subgroups of the Learning Disability Partnership Boards:

There are two subgroups, one for Leicester City and one for Leicestershire and Rutland.  They meet quarterly and are made up of:

· Team managers 

· Team workers – nominated lead from each locality team

· A person from the Primary Care Trust 

· Someone with a learning disability

· Someone from the Patient, Advice and Liaison Service

· A Carer

· The Black and Ethnic Minority Link Worker

· Lead Health Facilitator
· Practice Development Nurse
The group aims are around service development and audit in relation to HAPS and health facilitation, and provides the opportunity for teams to network.  The Health Action Planning subgroups developed a joint framework in 2004 and have an action plan to work towards to ensure Health Action Planning really happens.

The groups intend on sending out quarterly reports and aim to have an annual event for people with learning disabilities and their facilitators so as to tell people what they have been doing and to celebrate successes.  Health facilitators are encouraged with permission from the individual to share both good and bad experiences with the group; this will help to make things better for everyone.  

If you have anything you would like to share with the group you can do so by contacting Laura Summers on 01664 855515 or email to laura.summers@mrh-pct.nhs.uk
Access to Acute Services Group (A2A):

The A2A group meets regularly to plan ways to improve the experiences of people with learning disabilities and their carers when they access acute hospital services or outpatient appointments.  There is also a National A2A group which local members attend to share good practice and network.  The A2A group intends to send out regular reports on what they have been doing.  

Leicestershire Locality Groups:

In Leicestershire the Partnership Board has a subgroup in each of its localities.  The groups have lots of members from different organisations, people with learning disabilities and carers.  They meet regularly and aim to improve the opportunities and life chances for the local population of people with learning disabilities.  The groups provide a good place to share of information and resources and are good for networking.  They also help people to be more aware of what is going on around them locally and to have more of a say.  Anyone is welcome to join/attend the meetings to find out more about your local group you can contact Keeley Smith on 0116 2658187

Useful Local/National/International Contacts

ACCESSIBLE INFORMATION 

Change Picture Bank www.changepeople.co.uk 

Confederation of Transcribed Information Services (COTIS) www.cotis.org.uk
Easy Information www.easyinfo.org.uk
Leicestershire Learning Disability Partnership Board – Keeley Smith 01162658187
Real Voice Media www.realvoice.org
Royal National Institute for the Blind Accessible Information www.rnib.org.uk/access/
ADVOCACY AND SELF HELP ORGANISATIONS 

Central England People First www.peoplefirst.org.uk
Citizen Advocacy Information and Training www.citizenadvocacy.org.uk
Disability Rights Commission www.drc-gb.org
Disabled Peoples' International Disabled Peoples' International is a network of national organizations or assemblies of disabled people, established to promote human rights of disabled people through full participation, equalization of opportunity and development. www.dpi.org/
Heart and Soul www.heartnsoul.co.uk 
Nottinghamshire Advocacy Alliance. 01632 662 664 . www.nnaa.org.uk
One For Us www.oneforus.com
People First (National) www.peoplefirstltd.com
Plain Facts Magazine www.bris.ac.uk/Depts/NorahFry/PlainFacts/index.htmlRelate
www.relate.org.uk
Samaritans www.samaritans.org.uk
Values Into Action www.viauk.org
ISSUES AROUNG AGEING

Age Concern England www.ace.org.uk/
Ageing with Developmental Disabilities tigger.uic.edu/orgs/rrtcamr

Centre for Policy on Ageing www.cpa.org.uk
Counsel and Care www.counselandcare.org.uk
ANXIETY DISORDERS

Anxiety Community www.anxietyhelp.org
First Steps – Obsessive Compulsive Disorder www.first-steps.org
National Phobics Society www.phobics-society.org.uk
No Panic www.no-panic.co.uk
Triumph Over Phobia www.triumphoverphobia.com
ADHD Attention Deficit Hyperactive Disorder Attention Deficit Disorder Association (USA) www.add.org
AUTISTIC SPECTRUM DISORDERS

Asperger’s Syndrome www.wpi.edu/~trek/aspergers.html
Asperger’s Syndrome www.aspergersyndrome.co.uk
For information and training about Asbergers Syndrome Contact Michelle Evans – slinkyshellrules@yahoo.co.uk - For children contact Karen Penlington – kpenlington7@hotmail.com
Autism Connect www.autismconnect.org
Autism Europe www.autismeurope.arc.be
Autism Independent UK www.autismuk.com
Autism in Mind www.autism-in-mind.org
Autism Network International www.ani/autistics.org
Centre For The Study Of Autism www.autism.org
National Autistic Society (UK) www.nas.org.uk
Looking Up (Monthly International Autism Newsletter) www.lookingupautism.org 
The Maze: Autism Links & Information www.isn.net/~jypsy/autilink.htm 
CARERS

Caring about Carers www.carers.gov.uk
Carer’s UK www.carersonline.org.uk
Princess Royal Trust for Carers Have a chat room where you can talk with other carers and a message board . People get together at 7pm on the internet every evening. Tel: 020 7480 7788 www.carersonline.org
CLASP Tel: 0116 251 0999 www.claspthecarerscentre.org.uk
CEREBRAL PALSY
Scope www.scope.org.uk/
CHALLENGING BEHAVIOUR

Challenging Behaviour Foundation www.thecbf.org.uk
Institute of Applied Behaviour Analysis www.iaba.net
CHILDREN’S ISSUES

Childline www.childline.org.uk
 NSPCC www.nspcc.org.uk
Children's Database and Information Service Tel: 0116 223 2295

www.infoxchange.org.uk
COMMUNICATION

Makaton - www.makaton.org
Signalong - www.signalong.org.uk
Communication Matters www.communicationmatters.org.uk
Breaking Barriers - This site is one of the outcomes of meetings with alternative communication users. www.breaking-the-barriers.org/
CONTINENCE

Association For Continence Advice www.aca.uk.com
DEAF ISSUES

Royal National Institute For Deaf People www.rnid.org.uk
DEPRESSION 

Defeat Depression www.depression.org.uk
Depression Alliance www.depressionalliance.org
DISABILITY – GENERAL

Abilitynet www.abilitynet.co.uk
British Council of Disabled People www.bcodp.org.uk
Disability Rights Commission www.drc.gb.org
Disabled Living Foundation www.dlf.org.uk
Learning Disabilities www.learningdisability.co.uk

EPILEPSY

Leicester, Leicestershire and Rutland Learning Disability Service Epilepsy Care Pathway -0116 2255200
British Epilepsy Association www.epilepsy.org.uk
epilepsy@epilepsy.org.uk
Epilepsy Action (British Epilepsy Association) www.epilepsy.org.uk
GOVERNMENT DEPARTMENTS

Department of Health www.doh.gov.uk
Valuing People www.valuingpeople.gov.uk
HEALTH ISSUES FOR PEOPLE WITH LEARNING DISABILITIES

Elfrida Society www.elfrida.com
Health Evidence Bulletins for Learning Disability www.hebw.uwcm.ac.uk/learningdisabilities
Intellectual Disability Health Information www.intellectualdisability.info
My Health My Choice www.myhealthmychoice.co.uk www.promotehealth.com
HUMAN RIGHTS

Human Rights Act 1998 www.hmso.gov.uk/acts/acts1998/19980042.htm
Human Rights Unit www.humanrightsni.gov.uk Liberty www.liberty-human-rights.org.uk
Liberty On Line www.yourrights.org.uk
Mental Disability Rights International www.mdri.org
VIA (Values Into Action) Works for the rights of people with learning difficulties.

Tel: 020 7729 5436 e mail general@viauk.org www.viauk.org/
PROMOTING INCLUSION AND CHALLENGING SEGREGATION

Inclusion International www.inclusion-international.org
Inclusion Network www.inclusion.org
PCP www.pcp-in-hampshire.net
LEARNING DISABILITY GENERAL

Association of Practitioners in Learning Disabilities www.apld.org.uk
British Institute Of Learning Disabilities www.bild.org.uk/
Estia Centre www.estiacentre.org
Foundation for People with Learning Disabilities www.learningdisabilities.org.uk
Kings Fund www.kingsfund.org.uk
Mencap www.mencap.org.uk
Learning Disabilities UK www.learningdisabilitiesuk.org.uk
Learning Disability History (Life in institutions) www.learningdisabilityhistory.com
National Electronic Library for Learning Disability www.minervation.com/ld
Norah Fry Research Centre www.bris.ac.uk/Depts/NorahFry/index.htm
North West Training and Development Team www.nwtdt.com
Paradigm useful website for all issues www.paradigm-uk.org
MENTAL HEALTH –Child and Adolescent 

About Our Kids www.aboutourkids.org
Centre for Adolescent & Family Studies www.education.indiana.edu/cas/adol/mental.html
Child, Adolescent & Family Mental Health Research Centre www.worc.ac.uk/departs/hsc/CAMH.html
Young Minds www.youngminds.org.uk
MENTAL HEALTH ISSUES – General & LD

Mental Health Care www.mentalhealthcare.org
Mental Health Foundation www.mentalhealth.org.uk/
Mental Health Internet Resources www.mentalhealth.com
Mental Health Matters www.emental-health.com
Mental Health Media www.mhmedia.com
Mind www.mind.org.uk/
Mind Out for Mental Health www.mindout.net
National Electronic Library for Mental Health www.nelmh.org
National Institute for Mental Health England (NIMHE) www.nimhe.org.uk
Primary Care Mental Health and Education www.primhe.org
Sainsbury’s Centre for Mental Health www.scmh.org.uk
SANE www.sane.org.uk
Estia Centre www.estiacentre.org
Institute for Dual Diagnosis www.theraed.com
National Association for the Dually Diagnosed (NADD) www.thenadd.org
OCCUPATIONAL THERAPY

British Association of Occupational Therapists www.cot.co.uk
PERSON CENTRED PLANNING

Circles Around Dundee www.circlesarounddundee.org.uk/pcp
NWTDT (North West Training and Development Team) www.nwtdt.com
Person Centred Planning Educational Site www.ilr.cornell.edu/ped/tsal/Enable
SENSORY IMPAIRMENTS

National Deaf Services www.nationaldeafservices.com
Royal National Institute for Deaf People www.rnid.org.uk
Royal National Institute of the Blind www.rnib.org
SENSE www.sense.org.uk
SYNDROMES
Contact a Family Directory – www.cafamily.org.uk
Angelman’s Syndrome www.asclepius.com/angel
Birth Defects Foundation www.birthdefects.co.uk
Cornelia de Lange Syndrome www.cdls.org.uk
Down’s Syndrome Association (UK) www.dsa-uk.com
Down’s Syndrome Association (USA) http://nas.com/downsyn/index.html
Dysmorphic Syndromes www.hgmp.mrc.ac.uk/DHMHD/view_human.html
Fragile X Research Foundation www.fraxa.org
Fragile X Society www.fragilex.org.uk
Genes & Disease www.ncbi.nlm.nih.gov/disease
Klinefelter’s Syndrome www.ksa-uk.co.uk
Prada Willi Association (UK) www.pwsa-uk.demon.uk
Prada Willi Association USA www.pwsausa.org
Rare Genetic Diseases in Children www.med.nyu.edu/rgdc/homenew.htm
Rett’s Syndrome Association (UK) www.rettsyndrome.org.uk
Smith-Magenis Syndrome www.kumc.edu/gec/support/smith-ma.html
Tourette’s Syndrome www.tsa.org.uk
Tuberous Sclerosis Association www.tuberous-sclerosis.org
Turner’s Syndrome UK www.tss.org.uk
Turner’s Syndrome (USA) www.turner-syndrome-us.org
UK Resources for Down’s syndrome

www.43green.freeserve.co.uk/uk_downs_syndrome/ukdsinfo.html 

Williams Syndrome www.williams-syndrome.org.uk
STROKES

Different Strokes Support for stroke survivors. Different Strokes has contacts in most areas of the UK, they produce regular newsletters, very positive outlook. 9 Canon Court, Wolverton Mill, Milton Keynes MK12 5NF Tel: 0845 130 7172 Fax: 01908 313 501 

www.differentstrokes.co.uk E-Mail info@differentstrokes.co.uk
	Contacts Etc. have been compiled from a variety of referenced sources by Cath Scott, 

Community Nurse for People with Learning Disabilities WEST SUSSEX HEALTH AND SOCIAL CARE NHS TRUST NORTHERN LOCALITY – Taken from the LIST OF CLINICAL SYNDROMES LINKED TO LEARNING DISABILITIES AND THE HEALTH ISSUES THEY PRESENT.




	Health Issue


	Resource
	Available from
	Cost
	Photocopy /download
	Loan

	Abuse
	‘Jenny Speaks Out’ A Book beyond Words where an individual talks about past abuse
	Book Sales, Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG Tel: 020 7235 2351      www.rcpsych.ac.uk
	£10.00
	x
	x

	
	‘Bob tells all’ A Book beyond Words where an individual talks about past abuse
	Book Sales, Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG Tel: 020 7235 2351      www.rcpsych.ac.uk
	£10.00
	x
	x

	
	‘Keeping Safe’ A Modular teaching resource to develop skills for people with a learning disability to minimise risk of abuse
	Pavilion Publishing (Brighton) Ltd, The Iron Works, Cheapside, Brighton, East Sussex, BN1 4GD   Tel: 01273 623 222      www.learningdisabilitytoday.co.uk
	£90.00
	x
	x

	
	‘I can get through it’ A Book beyond Words where an individual talks about past abuse
	Book Sales, Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG Tel: 020 7235 2351      www.rcpsych.ac.uk
	£10.00
	x
	x

	Alcohol
	‘Coming for a drink’ A booklet (16 pages) with information about alcohol, what it does and what to do if you have a drink problem
	Elfrida Society, Tom Blyth Centre, 34 Islington Park Street, London N1 1PX       Tel: 020 7359 7443, www.elfrida.com
	£8.00
	x
	x

	
	‘Alcohol & smoking’ An illustrated booklet informing people with a learning disability about health issues and how to get help and advise
	British Institute for Learning Disability, Campion House, Green Street, Kidderminster, Worcestershire, DY10 1JL Tel: 01562 723 010     www.bild.org.uk
	£5.50 (or £60.00 for set of 12)
	x
	X

	
	‘Alcohol & smoking’ A simple black and white 2 page leaflet 
	www.learningdisabilitycancer.nhs.uk 


	Free
	(
	(


Resource catalogue

The Lead Health Facilitator has a selection of the listed resources (indicated with a tick in the last column).  If you wish to view any of the items or have them on loan contact Laura summers on 01664 855515.  

A large number of the resources are free to download off the Internet.

	Bereavement


	‘When Dad Died’ A book beyond words

‘When somebody Dies’
	Book Sales, Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG Tel: 020 7235 2351      www.rcpsych.ac.uk
	£10.00
	x
	x

	
	‘When Mum Died’ A book beyond words
	Book Sales, Royal College of Psychiatrists,  17 Belgrave Square, London SW1X 8PG Tel: 020 7235 2351       www.rcpsych.ac.uk
	£10.00
	x
	x

	
	‘Coping with Death’ A video dealing with the issues that arise when someone has died
	Speak-up Self Advocacy, 43 Holm Flatt Street, Park Gate, Rotherham, South Yorkshire, S62 6HJ Tel: 01709 710 199  www.speakup.org.uk e-mail: committee@speakup.org.uk
	£28.00
	x
	x

	
	Let's Talk about Death and Funerals’ A book about death and funerals – also includes an audio tape 
	Down's Syndrome Scotland, 158/160 Balgreen Road, Edinburgh, EH11 3AU      Tel 0131 313 4225 www.dsscotland.org.uk

	£1.50 or print off for free
	(
	

	
	‘Understanding death and dying’ 3 booklets which can be used with the person going through the grieving process or to trigger discussion about death and dying
	British Institute for Learning Disability, Campion House, Green Street, Kidderminster, Worcestershire, DY10 1JL    Tel: 01562 723 010      www.bild.org.uk
	£10.00 as a set or £3.50 each + p&p
	x
	X

	
	‘A billion seconds’ (video) The story Sam, a man with Down syndrome whose father died of cancer, and Sash a women with ld who finds a breast lump.
	British Institute for Learning Disability, Campion House, Green Street, Kidderminster, Worcestershire, DY10 1JL    Tel: 01562 723 010      www.bild.org.uk
	Free
	x
	x

	
	Dying Matters – A workbook on caring for people with learning disabilities who are terminally ill.


	The Foundation for People with Learning Disabilities

0207 803 1100
	£25
	
	

	
	When I die – accessible booklet for someone to plan out their wishes.


	
	Free 
	(
	(

	Cancer
	‘’Getting on with Cancer’ (book) –book beyond words pictorial story book
	www.rcpsyh.ac.uk
	£10 each
	x
	X

	
	The Cancer Journey –website that covers prevention, awareness, tests, treatments, palliative care and bereavement.
	www.learningdisabilitycancer.nhs.uk 


	Free
	
	(

	
	 ‘Keep yourself healthy Living with Cancer’ 1. What is Cancer? ‘Health Education Board Scotland. (Audio CD available)
	www.learningdisabilitycancer.nhs.uk
FAIR multimedia – www.fairadvice.org.uk


	£1.00 each

book & audio CD £2.50
	
	(

	
	The ‘Cancer and you toolkit’ for working with people with learning disabilities.  Includes illustrated sheets, flash cards, slide shows and additional printed resources on the whole cancer journey.
	www.learningdisabilitycancer.nhs.uk

www.cancernorth.nhs.uk
	Free
	(
	


	Consent
	‘Consent – a guide for people with learning disabilities’ 
	Department of Health 

www.doh.gov.uk/consent
08701 555 455


	Free
	(
	

	
	‘Consent – what you have the right to expect – A guide for relatives and carers’
	(reference no – 27590)

Department of Health 

www.doh.gov.uk/consent
08701 555 455
	Free
	(
	

	
	‘Seeking consent – working with learning disabilities’
	(reference no –25754)

Department of Health 

www.doh.gov.uk/consent
08701 555 455
	Free
	(
	

	Continence
	Bowel and Bladder Awareness – a 3 page black and white easy read leaflet.
	www.learningdisabilitycancer.nhs.uk 


	Free
	(
	

	Communication
	‘Accessibility Guidelines - Making Information Easier to Understand’ – Guidance developed by Leicestershire Partnership Trusts SALT team.
	Learning Disability Service

www.ldicn.org.uk
	Free
	(
	

	
	Leicester Symbols Project- a collection of Easy words, Signs , Symbols
	http://www.ldicn.org.uk/cat.asp?catid=266
	Free
	(
	

	
	Leicestershire Partnership board Word Bank-cd resource to help make meetings easier for people with learning disabilities
	http://www.ldicn.org.uk/cat.asp?catid=267
	Free
	(
	

	
	‘Communication Chain’ – Simple black and white leaflet 
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	Communication Resource Pack

‘Communication is more than just talking’ A CD that has ideas about communication, advocacy and involvement developed by United Response
	Lantern Trading Ltd, Old Boot Shop, Chapel Street, Easingwold, York, Y06 3AE. Tel: 01347 823 242
	£20.00
	x
	x

	
	An easy to read guide to using visual communication to support speech – aimed at people with a learning disability and those supporting them. Developed by East Surrey Symbols Project
	Office Services, Rentwood, School Lane, Fetcham, Surrey, KT 22 9JX. Tel 01372 378 266
	Free
	x
	x

	
	‘Feeling Poorly’ A Comprehensive, full colour training resource designed to enable people with a learning disability to develop the skills to communicate effectively about pain and illness
	Pavilion Publishing (Brighton) Ltd, The Iron Works, Cheapside, Brighton, East Sussex, BN1 4GD   Tel: 01273 623 222 www.pavpub.com
	£95.00
	x
	x

	
	‘Feeling Poorly’ A pictorial communication aid to encourage communication and help people express their health concerns
	Pavilion Publishing (Brighton) Ltd, The Iron Works, Cheapside, Brighton, East Sussex, BN1 4GD Tel: 01273 623 222  www.pavpub.com
	£19.95
	x
	x

	
	‘Michelle finds a Voice’ A book beyond words of a woman who is unable to speak
	Book Sales, Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG  Tel: 020 7235 2351      www.rspsych.ac.uk

	£10.00
	x
	x

	Dementia
	‘What is dementia?’ A booklet about dementia for adults who have a learning disability
	Down's Syndrome Scotland, 158/160 Balgreen Road, Edinburgh, EH11 3AU Tel 0131 313 4225      www.dsscotland.org.uk
Lead Health Facilitator
	£1.50 or free to download
	(
	

	
	Booklet for friends of people with Down's Syndrome and Dementia Describes what may be happening to their friend – being published soon by BILD
	British Institute for Learning Disability, Campion House, Green Street, Kidderminster, Worcestershire, DY10 1JL Tel: 01562 723 010     www.bild.org.uk
	In press
	x
	x

	
	‘Understanding Dementia: Information on Dementia for people with learning disabilities’ Information about other people who have dementia e.g. relatives  - being published soon by BILD
	British Institute for Learning Disability, Campion House, Green Street, Kidderminster, Worcestershire, DY10 1JL Tel: 01562 723 010     www.bild.org.uk
	In press
	x
	x

	Dental
	‘Keep yourself Healthy : A guide to a healthy mouth’ (cd available at extra cost).
	FAIR, 25-27 West Nicolson Street, Edinburgh, EH8 9DB

FAIR multimedia – multimedia@fairadvice.org
	50p
	
	(

	
	‘Looking after your teeth’ An illustrated booklet to inform people with a learning disability about health issues and how to get help and advise.
	BILD, Campion House, Green St, Kidderminster, Worcestershire, DY10 1JL Tel: 01562 723 01  www.bild.org.uk 
	£5.50 or £60 for a set of 12
	x
	x

	Depression
	‘Feeling Blue’ A book beyond words telling the story of a man who is depressed.
	Book Sales, Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG  Tel: 020 7235 2351      www.rspsych.ac.uk 
	£10.00
	x
	x

	
	‘Depression’ A booklet explaining what is depression, causes and treatments
	Change publications, Unity Business Centre, Units 19 & 20 26 Roundhay Road,  Leeds L57 1AB     Tel: 0113 243 0202 www.changepeople.co.uk
	60p  p&p
	x
	x


	
	‘What to do when you have type 1 diabetes?’ Accessible leaflet on diabetes – information is predominantly in words with large picture illustrations
	Diabetes UK www.diabetes.org.uk 

email info@diabetes.org.uk
02073231531


	60p each 40p for 100+  +  p&p
	(
	(

	
	‘What to do when you have type 2 diabetes?’ Accessible leaflet on diabetes – information is predominantly in words with large picture illustrations
	Diabetes UK www.diabetes.org.uk 

email info@diabetes.org.uk
02073231531


	60p each 40p for 100+  +  p&p
	(
	(

	
	‘Getting Started if you have diabetes’ – easy read leaflet for type 2 diabetes.
	The Administrator, Bristol South & West PCT, New Friends Hall, Heath House Lane, Stapleton, Bristol, BS16 1EQ


	Up to 10 copies –send cheque for £5 payable to ‘Bristol South and West PCT
	
	(

	
	Diabetes risk assessment care plan – Isle of White Healthcare NHS Trust
	
	Free
	(
	

	
	Diabetes leaflet – Shropshire County PCT
	
	Free
	(
	



	
	A book about going to the doctors – North Tyneside NHS PCT.

A photograph story board of common medical procedures.
	
	
	( 

not as clear
	(

	
	Going to the Doctors
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	Keeping Well booklet - Down’s Syndrome Scotland.
	www.dsscotland.org.uk
01313134225


	Free
	(
	

	
	You and Your Health tape- MENCAP.
	www.mencap.org.uk
0808 808 1111


	Free
	
	(

	
	‘Going to Outpatients’ (book) –book beyond words pictorial story book
	www.rcpsyh.ac.uk
	£10 each
	x
	X

	
	‘Going to hospital’ (book) –book beyond words pictorial story book
	www.rcpsyh.ac.uk
	£10 each
	x
	X

	
	‘Going to the doctor’ (book) –book beyond words pictorial story book
	www.rcpsyh.ac.uk
	£10 each
	x
	X

	
	‘My Health Booklet for Hospital’ and the ‘A&E Grab sheet’ (Developed in Leics)
	
	
	(
	

	
	MRI Scan (booklet) – relates mainly to scans to the head.
	www.elfrida.com
	£2.00 each + p&p
	x
	x

	
	CT Scan (booklet) – relates mainly to scans to the head.
	www.elfrida.com
	£2.00 each + p&p
	x
	X

	
	Blood Tests
	www.elfrida.com
	£2.00 each + p&p
	x
	X

	
	A visit for a blood test – leaflet - Shropshire County PCT.
	
	Free
	(
	

	Drugs
	FRANK – easy read drug pack.
	www.talktofrank.com
0870 241 4680


	Free
	(
	(

	Epilepsy
	Finding Out About Epilepsy – Epilepsy Action.
	http://www.epilepsy.org.uk/shop/index.html
0113 210 880


	£3.50
	x
	(

	
	‘About Epilepsy’- The National Society for Epilepsy.
	http://www.epilepsynse.org.uk/pages/info/publics/index.cfm#about
01494 601 300


	£2.50
	x
	(

	Eyes
	‘Getting your eyes tested’- RNIB easy read booklet


	http://onlineshop.rnib.org.uk/browse.asp?n=11&c=462&sc=44&it=2&l=3
0845 7023 153

	£1.00


	x


	(


	
	‘Getting new Glasses’- RNIB easy read booklet
	http://onlineshop.rnib.org.uk/browse.asp?n=11&c=462&sc=44&it=2&l=3
0845 7023 153

	£1.00
	x
	(

	
	Having a cataract operation’ – RNIB easy read booklet.
	http://onlineshop.rnib.org.uk/browse.asp?n=11&c=462&sc=44&it=2&l=3
0845 7023 153

Laura Summers


	Free
	x
	(

	
	Having a cataract operation’ – RNIB Tape cassette
	http://onlineshop.rnib.org.uk/browse.asp?n=11&c=462&sc=44&it=2&l=3
0845 7023 153


	Free
	x
	(

	
	Eye Department at the Royal Hallamshire Hospital – Photos (can be adapted for local use)
	
	Free
	(
	(

	Exercise
	Exercise – black and white easy read leaflet
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	Exercise for health – leaflet about doing simple exercises
	
	Free
	(
	

	Health Action Plans
	Health Action Plans, What are they?  How to get one? Department of Health 
	Department of Health – 01623 724524


	Free
	(
	

	
	Health Action Plans – A Guide to help you (Developed in Leics) 
	
	Free
	(
	

	
	Health Action Plan Framework for Leicester City, Leicestershire and Rutland.
	
	Free
	(
	

	Healthy Eating
	‘Healthy eating’ black and white easy read leaflet t
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	Breakfast ideas
	All easy read leaflets

www.bristollearningdifficulties.nhs.uk
	Free
	(
	

	
	Breakfast cereals
	
	
	
	

	
	Drinking enough fluid
	
	
	
	

	
	Drinks chart
	
	
	
	

	
	‘5 a day – What is a portion’
	
	
	
	

	
	5 a day checklist
	
	
	
	

	
	How can I eat more fruit and vegetables?
	
	
	
	

	
	Light Meal Ideas
	
	
	
	

	
	Low sugar pudding ideas
	
	
	
	


	
	Meal Planning for vegetarians
	
	
	
	

	
	Pudding ideas
	
	
	
	

	
	Sandwich ideas
	
	
	
	

	
	Snack Ideas
	
	
	
	

	
	Food Photographs
	
	
	
	

	
	‘5 A Day’ Eat more Fruit or Vegetables Easy Read (reference no 270385)
	Department of Health 08701 555455 (to order copies)

www.5aday.nhs.uk - download
	Free
	(
	


	Healthy Heart


	‘Keep yourself healthy – A guide to having a healthy heart’.  Health Education Board Scotland.


	www.hebs.com/services/pubs/pubtitles.cfm?offset=141

	Free
	(
	(

	Hiatus Hernia
	Leaflet on Hiatus hernia
	
	Free
	(
	


	Men’s Health
	‘Keep yourself healthy – A man’s guide to keeping clean’.  Health Education Board Scotland.
	www.hebs.com/services/pubs/pubtitles.cfm?offset=141

	(50p) or download free
	(
	(

	
	‘Keep yourself healthy – A guide to examining your testicles’.  Health Education Board Scotland.
	www.hebs.com/services/pubs/pubtitles.cfm?offset=141
www.fairadvice.org.uk
	Free
	(
	(

	
	‘Keep yourself healthy – A guide to examining your testicles’.  Health Education Board Scotland. CD
	www.hebs.com/services/pubs/pubtitles.cfm?offset=141
	£3.50
	x
	(

	
	‘Looking after my Balls’ –Books Beyond Words’.


	www.rcpsych.ac.uk
020 72352351 ext 146


	£10.00
	Pages I to vii can be for free
	(

	
	‘Looking after your Prostate’ Leaflet


	Cancer information centre Leicester 0116 2586189


	One copy free
	x
	x

	
	‘Testicular Awareness’ - leaflet
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	How to dry shave
	www.hebs.com/services/pubs/pubtitles.cfm?offset=141
www.fairadvice.org.uk
	
	
	(

	Smoking
	Smoking & Alcohol  -leaflet
	www.learningdisabilitycancer.nhs.uk 
	Free
	(
	

	Puberty & Getting Older
	Lets Talk About Puberty – Down’s Syndrome Scotland.


	www.dsscotland.org.uk
01313134225


	Free
	(
	

	
	Lets Talk About Getting Older – Down’s Syndrome Scotland.


	www.dsscotland.org.uk
01313134225


	Free
	(
	

	
	‘You Your Body and Sex’

‘Kylies Private World’

‘Jason’s private World’

3 Animated sex education videos and DVD for people with ld. In trigger format for group discussion and complete with notes.
	Preview videos at www.lifesupportproductions.co.uk
02077237520
	Single title £39

Any two videos £75

All 3 videos £105

All 3 videos and DVD £150
	x
	x

	Sun Awareness
	‘Take Care in the Sun’ - leaflet
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	Weight
	‘Weight’ -leaflet
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	Women’s Health
	‘Keep yourself healthy – A guide to Examining your breasts.  Health Education Board Scotland.
	www.hebs.com/services/pubs/pubtitles.cfm?offset=141
www.fairadvice.org.uk
01316621962
	Free download 

or 50p
	(
	(

	
	‘Keep yourself healthy – A guide to Examining your breasts.  Health Education Board Scotland. 

Interactive CD
	www.fairadvice.org.uk
01316621962
	£3.50 each
	x
	(

	
	‘Keep yourself healthy – A guide to having a period.  Health Education Board Scotland.
	www.fairadvice.org.uk
01316621962
	50p
	x
	(

	
	‘Keep yourself healthy – A guide to having a smear test.  Health Education Board Scotland.
	www.fairadvice.org.uk
01316621962
	50p
	x
	(

	
	‘Keep yourself healthy – A Woman’s guide to keeping clean’.  Health Education Board Scotland.
	www.fairadvice.org.uk
01316621962
	50p
	x
	(

	
	‘Breast Awareness’ -leaflet
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	‘Cervical Screening’ - leaflet
	www.learningdisabilitycancer.nhs.uk

	Free
	(
	

	
	‘Breast awareness’ (Book)
	Women’s health information support centre

0151 7071826

www.whisc.org.uk
	1 free copy
	x
	x

	
	 ‘Looking after my breasts’ (book) –book beyond words pictorial story book
	www.rcpsyh.ac.uk
	£10 each
	x
	X

	
	’50 years or over? Breast screening is for you’ 

 (pictorial booklet with easy words) 
	NHS Cancer Screening Programmes

08701555455

www.cancerscreening.nhs.uk

	Free
	(
	(

	
	‘Having a mammogram x-ray of the breasts (book)
	Women’s health information support centre

0151 7071826

www.whisc.org.uk
	1 free copy
	x
	X

	
	‘Going to the breast assessment clinic at the breast unit (book)
	Women’s health information support centre

0151 7071826

www.whisc.org.uk
	1 free copy
	x
	X

	
	‘Having a smear test’
	Women’s health information support centre

0151 7071826

www.whisc.org.uk
	1 free copy
	x
	X

	
	‘Having a smear test’ (pictorial booklet with easy words) 
	NHS Cancer Screening Programmes

08701555455

www.cancerscreening.nhs.uk

	Free
	(
	(

	
	‘Hysterectomy Is it right for you? (book)
	Women’s health

02072516333

www.womenshealthlondon.org.uk
	£1 each or free to individual women
	x
	x

	
	‘Hysterectomy having the operation’ (book)
	Women’s health

02072516333

www.womenshealthlondon.org.uk
	£1 each or free to individual women
	x
	x

	
	‘Keeping yourself healthy down below‘–book beyond words pictorial story book
	www.rcpsyh.ac.uk
	£10 each
	x
	X
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Enabling People with Learning Disabilities to take control of their own health.  


Promoting their rights, choice, independence and inclusion.





Laura Summers


Lead Health Facilitator


Melton, Rutland and Harborough PCT


With thanks to Mark Bradley –Oxleas PCT
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Bad     Support: 


John chokes or coughs when eating or drinking due to poor positioning.


John is supported in noisy busy environment to eat.


John’s food is hot.


John’s food is cold.


John’s upper clothing becomes wet and uncomfortable.


No choice of meal or drink. 


John is rushed and supported into a flat position straight after eating. 


Support Workers do not spend time with John relaxing after he has eaten.   
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Good Support:


John is supported to eat his meal with Piccadilly Gold playing quietly in the background, by someone he knows well, there are no distractions.


TisAnn under John’s chin is changed if it becomes damp.


John’s meal is described to him.


John’s meal is pureed and at the right temperature i.e. warm.


John is offered his main meal, pureed fruit and a drink.


John is offered a choice of meal and a choice of drink – See Communication Chart. 


After John’s meal he enjoys sometime to just lie and lean on the person who has supported him.


At home John enjoys sitting at the table after he has eaten, and feel included as the rest of his family have their meal. 
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Eyes


Health Problems
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		I should have my eyes looked at every year.





		What I need to do




		

		Who will help me
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		Go to see the optician every year.
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Sarah 


In June
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		Sarah will help me to book an appointment
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 Sarah


In June
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		Sarah will help me plan how to get to the opticians.
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Sarah


In April
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		Sarah will help me understand what happens at the opticians.
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Sarah


In May
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Photo of the opticians
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Starting a Health Action Plan







Talk through what a HAP is with person







Does the person want a HAP?







Yes







No







Does the person fully understand?







Identify a health facilitator







No







Yes







Ensure Plan is in an accessible format, and that person is always at the centre.  Make sure person always has a copy of the HAP. Consider the persons right, choice, independence and inclusion.







If group decide it’s ‘not in the persons best interests’:







*Care homes should make a record of actions taken and reasons for making decision.



*Review regularly or when health needs alter.







Identify a Health Facilitator who will co-ordinate HAP and liase with the people closest to the person (e.g. circle of support). 







Person has the right to decline a HAP.







*Care homes should make a record of actions taken.



*Review regularly or when health needs alter.







Identify the people closest to the person (e.g. circle of support) and decide if it is in the persons ‘best interests’ to have a HAP?







Identify any new needs (review prioritised list)







Set dates for actions to be reviewed.







Identify what level of support the person needs.







Identify if any health professionals need to be involved.







Identify what needs to be done (actions) to improve or maintain current health. 







Talk through the HAP checklist and identify any specific areas of health that need to be addressed



*Prioritise if necessary







Think about the areas of health that could affect these things, and plan how to make sure these things will continue.







Help person to identify the things that are important to him/her – the things that make them feel happy and well.







Yes







No
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