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

FOCUS OF CARE: assess, recommend, educate and implement

AREA OF CARE: respiratory care

	CONSIDERATIONS

· Breathing and coughing begin to become compromised as the diaphragm and rib muscles weaken.  As the volume of air exchanged decreases breathing becomes less effective as the elimination of CO2 (carbon dioxide) and eventually the uptake of O2 (oxygen) become impaired.

· It also become more difficult to clear secretions and the risk of chest infection increases as the cough strength diminishes.

· Monitor rate of decline in lung function by watching changes in breathing such as, shortness of breath with activity, positional shortness of breath (e.g. lying down, sleep disturbances, waking with morning headaches), daytime sleepiness, mood changes, increased fatigue, difficulty concentrating, elevated respiratory rate and shallow or laboured breathing.

· Maintain chest wall compliance and promote airway clearance by practicing breath stacking, cough assist and suctioning with patient and family. 

· Educate and review with patient and family the options available for airway and respiratory management to ensure the patient and family are able to make informed and timely decisions.

· Identify patient’s wishes regarding ventilation in a timely fashion and before the patient and family are forced into a crisis situation.

WHEN TO CONTACT THE ALS CLINIC RT:

· To teach (or review) patients, family members and care providers breath stacking and cough assist techniques.

· To teach patients, family members and care providers the Heimlich maneuver.

· If/when the patient is ready to trial biPAP or to discuss permanent ventilation.

· If/when there has been a distinct change in the patient’s breathing (such as laboured or rapid breathing and/or shortness of breath).

· BiPAP settings are no longer adequate or effective (setting might need to be adjusted).

· Interface (mask) is uncomfortable or not appropriate for daytime use.

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. 

· Limitations traveling by plane due to problems associated with high altitudes. Therefore, travel plans need to be realized before breathing seriously declines. 

	WHAT TO EXPECT FROM CLINIC &/OR SOCIETY 

· Conduct follow-up spirometry to assess changes in respiratory status.

· Make team aware of quick declines in FVC (changes every month) or of FVC results that are less than 60% of what is normally predicted so that the team can make arrangements to discuss DNR and end-of-life wishes with patient and family.

· Educate patient and family about respiratory symptoms, such as dyspnea, orthopnea, night sweats and morning headaches.

· Introduce and provide ongoing review of suction, breath-stacking and cough assist techniques.

· Initiate and organize biPAP trials if/when appropriate and desired by patient.

BiPAP TRIAL PROCEDURE:

· Our respiratory therapist (RT) arranges an in-clinic biPAP trial with our respirologist (Dr. Cunnington), during which time the patient is able to try the biPAP for several hours (if desired) and is given instruction and direction on how to use the equipment.

· Family members and health care professionals are encourage to attend this trial so that they can learn how to use the biPAP machine. 

· Once the trial is completed the patient may take our loaner biPAP home for up to 2 weeks to determine whether the biPAP is beneficial and something they want to use.

· If the patient finds the biPAP useful our respiratory therapist will complete ADP forms requesting a device from the VEP (ventilation equipment pool).

· Once the VEP biPAP is delivered the loaner is returned to our clinic.

· Our respiratory therapist will conduct ongoing assessment to determine frequency of use, parameters and interface of equipment being used to optimize benefit to patient.

· Organizing a biPAP trial takes time so it is important to have patients trial a biPAP even if they are not convinced they want to use one.  They can always decline the use of biPAP and decide to use (or trial) it again at a later date.

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

DEFINITIONS


Spirometry: a simple breathing test used to measure lung function.  This test is done by our RT and can be completed in clinic.

FVC (forced vital capacity): is the amount of air that can be forcefully exhaled from maximally inflated lungs.  The FVC can be determined during a spirometry test.
Breath-stacking: also know as “volume augmentation and lung volume recruitment maneuver” is a method of periodically increasing the amount of air in the lungs using a simple device connected to a mouthpiece or mask.  There are two main benefits: 

1. GENERATE A MORE POWERFUL COUGH.  With

a powerful cough, secretions can be more effectively cleared from the airway. This is more comfortable in the short term, and in the long term will reduce the risk of respiratory infection by cleaning out the lungs.

2. CREATE A BIGGER breath WHICH will HELP 

open up seldom used areas of the lung, making them available for use for several hours following the actual maneuver. This means oxygen will be coming into the bloodstream and carbon dioxide will be leaving more efficiently. Keeping these areas open also reduces risk for developing infection in them.

Assisted cough is a method of increasing the forcefulness of a cough. Commonly done by using an abdominal thrust, similar to the Heimlich maneuver, or by squeezing the lower part of the rib cage. Assisted cough is done when lungs are full of air, which can be achieved through breath-stacking. 


	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

Two brochures (orange brochures) describing respiratory care and breath stacking technique 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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