Public consultation – consumer version on EnableMe

The Stroke Foundation has updated the Clinical Guidelines for Stroke Management 2010 to reflect the latest evidence in stroke research, and the DRAFT of updated guideline is currently undergoing public consultation. 
We would love to hear what you think of the following topics. In particular if you agree with what is being recommended or feel there is different opinions from people affected by stroke (including carers and family members). Please feel free to make comments or respond to other people’s comments for each topic.
This is a modified version for stroke survivors and carers/family. Information on the full guidelines consultation can be found at https://informme.org.au/en/Guidelines/2017-Draft-Guidelines.  

	Chapter 2: Early Assessment and Diagnosis 


	Transient ischaemic attack
Background
A transient ischaemic attack (TIA) happens when the blood supply to the brain is interrupted for a short period of time. The signs are the same as those of a stroke, but unlike stroke, they may disappear in a few minutes and last no longer than 24 hours. They are often a warning that a future stroke may occur.
Compared to previous recommendations, tools to assess risk of stroke such as the ABCD2 is not recommended by itself because it may miss people at higher risk. There is also new recommendations for GP’s to use online tools to help in their decision making. The current recommendations also have more information on things that increase the risk of a future stroke and what health professionals should do to help reduce stroke risk.
What is recommended?
People with possible TIA should quickly see a GP or preferably at hospital. GP’s can use online tools to help them identify those at higher risk of stroke after TIA. Certain things like ongoing or fluctuating symptomsshould go to a hospital immediately especially if the hospital has stroke specialists. Doctors (GP or in hospital) should assess the narrowing in the blood vessels in the neck and or there is an irregular heart beatto understand possible cause of TIA and future risk of stroke. Treatment to thin blood, lower blood pressure, reduce cholesterol should be started straight away in most people (after a brain scan). People with TIA and their family/carers should receive information about TIA and what they can do to prevent a future stroke.




	Chapter 3: Acute Medical and Surgical Management


	Palliative care
Background
Palliative care is specialised care for people who are nearing the end of their lives. It can be provided in the home, a hospital, a residential aged care facility or a hospice.
The current recommendations are essentially the same as the previous guidelines.
What is recommended?
Stroke patients and their family should have access to specialist palliative care teams. They should receive assessment and care consistent with the principles of palliative care.



	Chapter 4: Secondary Prevention


	Adherence to pharmacotherapy
Background
Half of stroke survivors have another stroke in ten years. Therefore, patients should take medication prescribed by doctors to prevent further stroke and heart disease. But over time many people stop taking medication that are recommended for them.
This recommendation is essentially the same as the last guidelines in 2010.
What is recommended?
Health professionals should help stroke survivors remember to take their medication. They can use things like reminders, education, family therapy, telephone follow-up, and dose administration aids (e.g. dosette box). 

	Oral contraception
Background
Oral contraceptive pills may increase the risk of stroke. 
The current recommendation is essentially the same as the last guidelines in 2010.
What is recommended?
Doctors should discuss with stroke survivors (in women of child bearing age) about the risk of using the contraceptive pill and other options of birth control. 

	Hormone replacement therapy
Background
Hormone replacement may increase risk of stroke but the evidence is unclear.
The current recommendation is essentially the same as the last guidelines in 2010.
What is recommended?
Doctors/nurses should discuss specific risks and benefits of using Hormone replacement therapy if relevant. 



	Chapter 5: Rehabilitation

	Goal setting
Background
Setting goals with patients to focus their rehabilitation efforts is a major part of rehabilitation services. Although there is little direct research to prove that goal setting is effective in stroke care, the importance of family/stroke patient central to goal setting process is clear. The current recommendations are essentially the same as the previous guidelines in 2010.  
What is recommended?
Every patient should have goal setting with the health professional team. These goals should be clear for the patient/family and known by the whole treating team. Goals should be decided by the patient (with guidance from team) and reviewed and updated regularly.

	Early supported discharge service
Background
Early supported discharge is a model that links in-patient care with community services. It provides rehabilitation services within the home environment so patients can be discharged earlier. 
The recommendation is essentially the same as last guidelines in 2010. However, there are very few services specific to stroke in Australia.   
What is recommended?
Hospitals should include early supported discharge services if the hospital has dedicated stroke service (so it is not relevant in smaller, general hospitals). This service is most suited to patients with mild to moderate disability.

	Home-based rehabilitation
Background
Rehabilitation in the home is often preferred by people after stroke who need further rehabilitation. Services run out of a hospital (normally as outpatients) is the other common model, which is more common than home based rehabilitation.
This recommendation is the same as previous guideline in 2010.
Recommendations 
Home-based rehabilitation should be seen as the preferred model for rehabilitation after hospital care. 

	Amount and intensity of rehabilitation
Background
It is thought that more practice results in better recovery after stroke. 
Compared to previous recommendation of at least one hour of practice a day, the current recommendations have a significant increase.  
What is recommendation?
Stroke survivors should get at least three hours of occupational therapy and physiotherapy a day. Practicing in groups is a useful way for therapists to work with more than one person at a time. Stroke survivors should keep practicing throughout the day as well either by self or with help of family/friends (if appropriate).  

	Early mobilisation
Background
Mobilisation includes sitting out of bed, standing up and walking. It was previously thought early movement leads to better recovery. A major new research study was released earlier this year which questioned benefits of very early movement. Therefore, the current guidelines are more cautious about starting too much activity on the day of getting to hospital. Currently, almost all patients get up within 2 days.  
What is recommended?
Starting too much activity within first 24 hours is not recommended. But all people with stroke should start getting out of bed by the second day after stroke. 

	Loss of sensation
Background
Some stroke survivors experience loss of ability to feel touch, pain or temperature. Some may also impaired ability to sense the position of parts of body and strength of efforts being used.  
The current recommendations are similar to the previous guidelines.
What is recommended?
Stroke survivors with loss of sensation should receive training specific for that. However, the evidence of the most effective treatment is unclear.

	Upper limb activity
Background
Stroke commonly effects use of an arm and hand which makes it hard to do everyday activities such as get dressed and prepare food.
Compared to the previous clinical guideline, the current one adds more guidance on useful therapy.
What is recommended?
There are a number of therapy options suggested including practice with the use of specific machines which make practice easier, virtual reality (computer games), restricting use of good arm to force affected arm to be used, and electrical stimulation among other things. Use of splints are not usually recommended. 

	Aphasia
Background
Aphasia is the difficulty to talk, read, write or understand others when they speak. These people have higher depression and slower recovery.
What is the recommendation?
Stroke survivors with aphasia should get speech therapy at least 45 minutes for five days a week. No one type of therapy is better than others. Some drugs (piracetam) or brain stimulation should not usually used. Patients with aphasia later in their recovery should have their mood monitored. 

	Apraxia of speech
Background
Apraxia of speech is difficulty moving muscles of mouth and tongue for speaking. Research is limited for this condition. There has been further details based on new research but essentially there is no change from previous recommendations 
What is recommended?
In general, speech therapists should assess and manage patients with therapy, such as gestures and devices that help create speech.

	Attention and concentration
Background
A lot of stroke survivors find it hard to concentrate after the stroke. Evidence is limited for this condition. The recommendations are essentially unchanged from the last guideline.
What is recommended?
Patients should be assessed if they appear easily distracted or unable to concentrate. Cognitive training and advice for exercise and leisure activities may be recommended.



	Neglect
Background
About a third of stroke survivors become less aware of things on one side of body (usually left side). The recommendations are essentially unchanged from the last guideline.
What is recommended?
Stroke survivors with this condition should be assessed, given explanation, and given therapy. This therapy could include prompts to look to the affected side, practicing in your mind, and in some cases eye patching.

	Perception
Background
Perception is the way our brain makes sense of messages from five senses (smell, touch, taste, sight and hearing). They may change after a stroke and cause difficulties in daily activities. Evidence for this condition is very limited and more research is needed. The recommendations are essentially unchanged from the last guideline.
What is recommended?
Stroke survivors with difficulties should see a therapist for a comprehensive assessment and therapy.

	Memory
Background
About a third of stroke survivors have worse memory after the stroke. However, evidence of effective treatments is lacking. The recommendations are essentially unchanged from the last guideline.
What is recommended?
Stroke survivors with memory problems should have a comprehensive assessment of their memory abilities. They can try strategies such as using notebooks, diaries, reminders, and alarms to help them remember.

	

	Chapter 6: Managing Complications

	

	Nutrition & hydration
Background
Problems with food (malnutrition) and fluid (dehydration) is common in stroke patients, especially in people who can’t walk or swallow safely. 
Recommendations are similar to the last guideline.
What is recommended?
Hydration (fluid) and nutrition (food) status of all stroke patients should be screened, assessed, monitored and managed in hospitals. Extra fluid and nutrition support should be given when necessary. For stroke patients with impaired swallow ability, tube feeding through nose may be an option to get enough nutrition.

	Mood disturbance
Background
Mood is frequently affected by stroke. Around a third of stroke survivors have depression after the stroke.  Recommendations are similar to the last guideline.
What is recommended?
Medication may be helpful for people with depression and emotional distress due to the stroke. Medication should not be used in every stroke survivor to prevent depression. Other therapies may include problem solving, exercise and talking to a therapist.

	Falls
Background
Stroke survivors may be more likely to have a fall because of muscle weakness and change in feelings. The fear of falling, on the other hand, may limit their mobility and rehabilitation efforts. Recommendations are similar to the last guideline.
What is recommended?
Everyone should be assessed for their risk of falling. Therapy may include exercise, advice and adjusting things for safety at home.

	Fatigue
Background
Fatigue is common after a stroke - around half of stroke survivors experience it. The cause and treatment for fatigue is not clear from the evidence, therefore more research is needed for this. 
What is recommended?
Therapy should occur when stroke survivor is most alert. Stroke survivors should avoid alcohol and ‘drowsy drugs’, and be assessed for sleep-related breathing problems, and depression. 

	




	Chapter 7: Discharge Planning and Transfer of Care


	Information & education
Background
Only half of stroke survivors get information about recovery and prevention of a future stroke in hospitals, even though information is highly valued. 
The recommendations are similar to the last guidelines, with more emphasis on involving stroke survivors and their family/carers in the process.
What is recommended
Stroke survivors and their family/carers should get information that matches their need. They should be involved in the discussing the information, be able to ask any questions, and plan care including follow-up services. Information should be given at different times as people recover from stroke. Stroke survivors should receive information in changing habits (e.g. stop smoking, eat healthy food, exercise) to prevent a future stroke, and the warning signs for another stroke (e.g. the FAST message).

	Discharge care plan
Background
A discharge care plan is a plan developed to guide care after leaving hospital. It belongs to the stroke survivor and is developed between the him/her and the stroke team. 
New evidence confirmed the benefits of a discharge care plan. The recommendations are similar to the previous guidelines in 2010.
What is recommended?
Discharge care planning specific to the needs of the patients should be completed with patients before discharge, preferably as early as possible. A discharge care plan usually includes goals, services organised after leaving hospital, medications, therapies to continue at home, further appointments, and a contact number for further questions.

	Home assessment
Background
Assessment of home by a therapist may be important for stroke survivors’ safety and recovery. However, research is unclear of the real  benefits. Despite this, it is important that stroke survivors’ needs are assessed and supported. The recommendations are similar to the last guideline in 2010.
What is recommended?
The need for a home visit should be assessed for all stroke survivors before leaving hospital. A home visit can be carried to ensure safety, and provide aids, support and community services.


	Patients and carer needs
Background
The needs of stroke survivors and their family/carers probably change significantly after the stroke. However, the evidence is very limited on the benefits and best methods of needs assessment.
The recommendations are the same as the previous guidelines in 2010.
What is recommended?
The stroke team should make sure that stroke survivors and their family/carer have the opportunity to talk about their needs after discharge, including physical, emotional, social, recreational, financial and community support.

	Carer training
Background
The role of being a carer is important for person with stroke. Carers need support and training as they take on a new role. 
The recommendations are similar to the previous guideline in 2010.
What is recommended?
Carers of stroke survivors should receive specific training as needed. This can include help in personal care, communication strategies, helping person to move safely, medication and lifestyle change to prevent a second stroke, safe swallowing (for people with difficulty swallowing) and managing mood and emotions.




	Chapter 8: Community Participation and Long-term Care

	

	Self-management
Background
Self-management refers to the tasks that individuals must do to live with chronic conditions. For stroke survivors, these include managing medication, changing lifestyle, dealing with physical and mental changes as well as changes to relationships and life in  the community. Self-management can occur via a specific course or program or developing a plan for care after leaving hospital. 
New evidence further supports the benefits of self-management programs. The current recommendations are the same as the previous guideline in 2010.
What is recommended?
Information on self-management programs should be provided before leaving hospital.

	Community mobility and outdoor transport
Background
Stroke can make it harder to get out in the community and participate in activities. Compared to the last guideline, the current recommendations emphasize more on providing specific assistance and support to stroke survivors who need them, rather than training sessions for everyone. 
What is recommended?
Stroke survivors with difficulty walking outside should set individualised goals and get help with equipment, information, and services in the community. Walking practice may be useful.

	Driving 
Background
Stroke survivors may not be able to start driving after the stroke because of changes in movement, thinking, vision and ability feeling. However, driving is important part of everyday life. 
Compared to the previous guidelines, new evidence shows that driving training may be helpful. Otherwise, the practical advice are similar.
What is recommended?
All people who have had a stroke or transient ischaemic attack (TIA) should be asked if they want to return to driving. If they do, they should be given information on how stroke may affect driving and processed for returning to driving. 
National standards have information for driving after a stroke. For private licenses, people who have had a stroke should not return to driving for at least four weeks after stroke. People who have had a TIA should not drive for two weeks. For commercial licenses, people who have had a stroke should not return to driving for at least 3 months after stroke. People who have had a TIA should not drive for four weeks. They need to be assessed by specialists to determine if it is safe for them to drive.
Driving simulation (computer based training) may be used for rehabilitation.

	Leisure 
Background
A lot of stroke survivors are over retirement age and leisure and social activities are a significant part of their life. A stroke may make them unable to do these activities and lead to negative impacts on mood and relationship with others. However, evidence is not clear in what improves this.
The current recommendation is essentially same as the previous guidelines.
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What is recommended?
For people who have had a stroke, therapy specifically about leisure activities may be used to increase those activities.

	Return to work
Background
Around one in five stroke survivors are at working age. Returning to work is important for their financial, emotional, and psychological wellbeing. Evidence is not clear in what works best to help stroke survivors to return to work.
The current recommendation is essentially the same as the last guideline. 
What is recommended?
For people who want to return to work, they should be assessed to see if they can return to work, Help should be given to improve chance of getting back to work and referred to  supported employment service.

	Sexuality 
Background
Difficulty restarting normal sexual activity is common after a stroke and is an important issue for stroke survivors. However, only 15% of stroke survivors are given information about sexuality after a stroke.
Evidence of effective sexual rehabilitation is limited. The current recommendations remain the same as the previous guidelines. 
What is recommended
Stroke survivors and their partners should be given information about intimacy after stroke. They should also have opportunities to discuss sexual issues with health professionals. Rehabilitation should address both physical and emotional aspects.

	Peer support
Background 
Peer support is when stroke survivors share their experiences with others with similar experiences. This can be in the forms of individuals or groups, face to face or online. This kind of social support may be important for stroke survivors’ emotional wellbeing.
Evidence is limited in this topic. The current recommendation remains as the same as the previous guideline.
What is recommended
Before leaving the hospital, stroke survivors and their families/carers should be given information about the potential benefits of a local stroke support group and other sources of peer support. Information on where to access such support should be given.

	Carer support
Background
Carers of stroke survivors may need to spend a large amount of time and efforts caring for them. The physical and emotional demands can have a negative impact on carers’ wellbeing.
New evidence further confirms the benefits of providing support for carers. The current recommendations are essentially the same as the previous guideline. 
What is recommended
Carers should be provided with specific information and support. They should also receive support throughout the recovery process to ensure their physical and emotional wellbeing.  




