PHASE II: middle stage (scale number 3s and 2s)

FOCUS OF CARE: assess, recommend, educate and implement

AREA OF CARE: communication

	CONSIDERATIONS

BEST PRACTICE:

· to monitor communication over the course of the disease and to provide intervention even before there are any speech changes.

GOALS OF COMMUNITY SLP SERVICES: 

· maximize speech intelligibility (model slower rate, pause between words, say all the sounds, focus on the final consonant, etc.)

· compensate for fatigue: practice energy conservation techniques (budget vocal activities and take as many 5 minute breaks from talking as needed in an hour).

· as speech intelligibility begins to decline, focus on maintaining functional communication versus attempting to reduce the speech impairment.
· educate both patients and families about being a good communication partner:

“A good communication partner is patient, motivated, interested and comfortable with all the methods of communication”

· Good communication partners:

· try to understand impaired speech

· make an effort to interpret gestures

· are comfortable with moments of silence

· repeat and confirm messages

· wait before asking a second question

· Use more Yes/No questions than “Wh”     

      questions 

· admit when they don’t understand what’s been said

· know when to keep trying …and when to take a break

COMMUNITY SLPs, OTs AND OTHERS:

· Work with the AAC team at the ALS Clinic: 
· contact the  Clinic AAC SLP or OT to coordinate, develop ,implement and advocate for the use of AAC  strategies by the patient, family and care providers.  
· coordinate training opportunities, which include practice exercises for the patient and caregiver(s).

· if high tech AAC modes are put in place in Phase II, they are more likely to be used effectively in Phase III.

· support independent communication while preparing for more dependent AAC modes in Phase III.

COMMUNICATING WITH AAC IS SLOWER

THAN NATURAL SPEECH:
· Help the patient identify a contact person who knows how to understand him and can reliably communicate his wishes to the care providers in the community and with McMaster Clinic when time pressures do not permit the use of his best AAC strategy.

· McMaster Clinic has designed and uses a “Healthy Communication Consent” form, which identifies this person and is signed by the patient in the early stages.

	WHAT TO EXPECT FROM CLINIC &/OR SOCIETY 

· The McMaster ALS Clinic Team includes an AAC Technology Team (SLP, OT and tech support).  

· The ALS Clinic Team Speech-Language Pathologist (SLP) provides AAC services. Patients rely on the community SLP to provide ongoing speech therapy (and Dysphagia care).

OBJECTIVE:

· AAC Best Practice for ALS is to provide early intervention for speech and writing as well as ongoing follow-up through all phases. 

INTERVENTIONS ARE MOST EFFECTIVE WHEN:

· Community Providers collaborate with members of the AAC team to promote the best possible communication opportunities for patients, including implementing high tech communication equipment. 

· Communication needs are identified and CCAC referrals are made for SLP services in the community. 

AAC TECHNOLOGY SERVICES: 

· Ontario residents are eligible for funding of advanced speech and writing technology through the Assistive Devices Branch of the MOH only if they are seen at an ADP approved AAC Clinic:  TAC is the ADP approved AAC Clinic at HHS.  
· TAC is the only ADP approved clinic in the Hamilton Niagara Haldimand Brant LHIN. They serve only those who live in Greater Hamilton and Burlington area. 
· All Ontario AAC clinics have geographic boundaries and service restrictions. NOTE: There are no clinics in Mississauga/Peel or Niagara serving adults.
· The ALS Clinic’s AAC team is affiliated with TAC and strives to help to bridge the gaps in service that result from the geographic boundaries and service restrictions.  

· When a patient lives outside of TAC’s catchment area our team helps to identify how AAC Clinic services can best be accessed.

THE ALS SOCIETY EQUIPMENT PROGRAM:

· The ALS Society Manager will meet the patient and their family at the ALS Clinic and register the patient with the ALS Society (a pre-requisite to accessing funding and equipment).

· The society provides funding assistance for the lease of communication devices.
· Individuals requesting funding for the purchase or lease of equipment should obtain prior authorization from the ALS Society of Ontario.

· More information and equipment request forms are listed on the www.alsont.ca website (under services).



	TIPS

· AAC (augmentative and alternative communication) = anything that supplements or replaces speech  
Unfamiliar Caregivers: 

· When there is a need to send in unfamiliar care providers, identify the person who will  provide them with a demonstration of the communication system in use before they are to be left alone with the patient.
Preparing for Change

· The model of care is to stay one step ahead of change.  Provide proactive communication interventions.  Prevent a crisis in communication by identifying new communication needs and challenges as they occur and let the ALS Clinic team know about them.  Don’t wait until there is a crisis to act!

· Preserve and promote independence, participation and dignity by directing questions and recommendations directly to the patient.

Email:  

· is a great way to continue to communicate directly with the patient when communicating over the phone is not functional. 

· Some agencies are now having patients sign a consent so that care providers can engage in email discussions about care planning. 

· At the ALS Clinic, the patient’s signature on the  “healthy communication consent” form documents informed consent for using email.

· This is the time for clients to communicate important messages (letters, last wishes, legal documents) and to finish a voice banking project.  

· Minimize environmental distractions which might make it more difficult to understand what a patient is saying (communicate face-to-face, in a quiet place and well lit area)

· Establishing the context of a message (Are you talking about ______?) can be really helpful for both the speaker and listener.


	RESOURCES

www.als.ca website provides:

· a manual for people living with ALS (under    

      resources)

· a guide for primary care physicians (under 

      resources)

· support group listings (under services)

· equipment information and request forms 

             (under services)

www.mndassociation.org website from United Kingdom

www.alsa.org website from United States provides OT manual (under resources).

For  several examples of communication clinical care pathways specific to ALS  go to: 

· http://www.aac-rerc.com
· http://speech.surgery.duke.edu/modules
Other useful websites: 

· http://aac.unl.edu

· http://aac.unl.edu/reference/ALS_AAC.html

THE ALS SOCIETY REGIONAL MANAGER:  

· Jane Allan (289) 313 0619
ALS CLINIC AAC TEAM CONTACT INFORMATION (dial main line 905 521 2100 and extension below)

· Nancy Hubbard, speech language pathologist (SLP) x77466 

· Jamie Leslie, technical support x77025

· Kim Carey Williams, occupational therapist (OT) x77459 

The healthy communication consent form and the AAC Brochure (red brochure) listing the team members and available services is available through the clinic by contacting the AAC team listed above or the clinic coordinator at extension 76870.  This brochure can be mailed, emailed or faxed to you
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