PHASE III: end stage (scale number 1s and 0s)

FOCUS OF CARE: assess, adapt and accommodate

AREA OF CARE: respiratory care

	CONSIDERATIONS

· As the respiratory muscles continue to weaken breathing difficulties continue to manifest and more of the symptoms described in Phase II are evident, especially increased fatigue and daytime sleepiness.  For a detailed description of end stages please contact our respiratory therapist for our brochure entitled, “Dying at Home”.

The focus of respiratory care during end stages is comfort.  In hopes of enhancing a patient’s level of comfort follow these guidelines:

· encourage patient to use biPAP more often (perhaps throughout the day) and ensure biPAP settings are optimized

· use a room humidifier 

· add a back up battery to biPAP unit

· contact our RTto help optimize settings, suggest interface for day use and help arrange a back up battery

· if the patient experiences discomfort related to shortness of breath (SOB) the neurologist at the ALS clinic and/or a palliative physician should be contacted to consult with the community health care professionals or GP

PSYCHOSOCIAL CONSIDERATIONS

· Both patients and families can respond with panic and anxiety when witnessing shortness of breath.

· Physical and emotional strain on family related to noise of ventilation equipment & irregular breathing during the night
· Family may become increasingly concerned about leaving the patient alone, especially when/if they use breathing equipment such as biPAP. 

· Challenges associated with decreased physical and sexual intimacy.

· If patient and family had been in denial regarding the diagnosis, they may become increasingly conscious of the terminal nature of the disease.

· Possible increased concern regarding exposure to germs and viruses resulting in increased social isolation. 


	WHAT TO EXPECT FROM CLINIC & SOCIETY 

· The respiratory therapist informs the team of quick declines in FVC (changes every month) or of FVC results that are less than 60% of what is normally predicted.  This allows the team time to make arrangements to discuss DNR, end-of-life wishes and the process for dying at home with the patient and family.

· A brochure entitled “ dying at home” is given to the patient and family once this discussion has taken place.

· Ongoing assessment will occur for those patients who are still able to come into clinic to determine frequency of use, parameters and interface of equipment being used to optimize benefit to patient.

· A letter will be sent to the CCAC Case Manager and the family physician notifying them of the patient’s condition in cases where the patient is no longer able to come into clinic.  The letter will also indicate that the clinic will be available on a consultation basis by telephone to the community agencies, family physician and patient’s family.

THE ALS CLINIC SOCIAL WORKER IS AVAILABLE:

· To discuss any adjustment issues or grief (including increased isolation & reduced intimacy), related to breathing changes.

· Coping strategies can be explored, as well as the social implications for the patient & family regarding any treatment or service decisions they are considering or declining (i.e. ventilation)

· To assist with future planning (including respite care) for those patients who are unable or do not want to die at home 

· To discuss placement options, including hospice, long term care, palliative care and complex continuing care



	TIPS

· Nursing homes and hospice facilities should be informed that BiPAP is NOT a life-sustaining device, but rather is provided as a comfort measure.

· Providing supplementary oxygen does not improve breathing in that it is the volume of air exchanged that is ineffective.  The elimination of CO2 (carbon dioxide) and eventually the uptake of O2 (oxygen) become impaired.  Adding more oxygen does not improve this air exchange.  However, many patients find supplementary oxygen comforting and it seems to address a psychological need for air.


	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).

Respiratory protocols for Neuromuscular Diseases

http://www.irrd.ca/education/
· anatomy and physiology

· clinical pathway

· interventions

· includes power point presentations and video demonstrations

Patient perspectives related to respiratory changes

http://tpals.org/index.htm
· positioning in bed

· using a biPAP

· getting a trach

· life on a vent

Ontario Ventilation Equipment Pool: 

· http://www.vep.ca
· 1 800 633 8977

Home Respiratory Companies:

· Medigas: www.praxair.com
· Proresp: www.proresp.com
· Vitalaire: www.vitalaire.com
THE ALS SOCIETY REGIONAL MANAGER:  

· Jane Allan (289) 313 0619

ALS CLINIC CONTACT INFORMATION (dial main line 905 521 2100 and extension below)

· Jodee Naylor, respiratory therapist x73731

· Maureen Hills, social worker x73257

Brochures describing respiratory care, breath stacking techniques and dying at home are available through the clinic by contacting the respiratory therapist listed above or the clinic coordinator at extension 76870.  This brochure can be mailed, emailed or faxed to you.
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