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

FOCUS OF CARE: assess, adapt and accommodate

AREA OF CARE: dysphagia care

	CONSIDERATIONS

· Usually a feeding tube is in place at this stage and may initially be used to supplement rather than to replace oral feeding.  Eventually it may become the main mode of feeding

· NPO may not be necessary: moisture / sips of water may be comforting and with good oral hygiene present minimal risk to respiratory health.

· For those patients who have decided not to have a feeding tube it is most important to keep them hydrated as swallowing and chewing become more difficult.  Keeping hydrated does not mean the patient has to drink water.  Apple sauce, yogurt and pureed juices are good substitutes.

· Ongoing assessment by Dysphagia care team (SLP, RN, RD and GP) to develop and monitor feeding schedules, promote nutrition, encourage oral care, review swallowing strategies (see phase II) and feeding tube hygiene.  Most importantly to train informal caregivers to use and maintain the tube.

SECRETION MANAGEMENT:

· Reduced oral pharyngeal function leads to impaired secretion management. A saliva and phlegm information sheet is available through the clinic

· Identify and provide access to suctioning devices. 

· Ask the client to show you how s/he will ask for suctioning (help determine a signal, such as an eye gaze, gesture, sound or buzzer). 

· Teach informal caregivers (family members/ non paid staff) as needed the how, when and why of suctioning.

PSYCHOSOCIAL CONSIDERATIONS:

· Individuals may be embarrassed (more reluctant to eat in front of others and/or in public places) putting them at risk for increased social isolation

· There can be a sense of loss due to dietary changes.

· There can be increased expectations and effort for the caregiver to prepare special meals to adapt to texture.

· Choking episodes can be distressful to the individual and any witnesses.

· After a PEG tube has been inserted there might be adjustment issues related to change in body image.

· Issues around intimacy and sexuality related to changes in body image.


	WHAT TO EXPECT FROM CLINIC &/OR SOCIETY 

· The clinic relies heavily on community SLPs and RDs to assess, recommend, educate and implement dysphagia care. (and to provide speech therapy to maximize speech and language function)

· The role of the SLP we have on staff is to consult regarding augmentative and alternative communication (AAC) services and to collaborate with community SLPs to plan and prepare as speech changes occur and AAC is needed. Our SLP can: 

· identify the regional clinic where high technology services are available

· facilitate referrals

· provide interim services to acquire needed equipment (face-to-face and/or written  communication devices). 

· The clinic can arrange orders for suction machine and nursing to show patient and family how to use equipment (these orders can also come from the GP).

THE CLINIC SOCIAL WORKER IS AVAILABLE: 
· To discuss any issues or concerns related to the adjustment associated with eating & swallowing 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. PEG tube insertion)

· Follow-up is also available after PEG tube insertion to deal with any adjustment issues. 

· To discuss future plans with the patient and family, including respite care. 

· For those patients who are unable or do not want to die at home, the social worker will discuss placement options, such as hospice, nursing homes, & palliative care.

· Assistance can be provided to ensure that treatment decisions mesh with placement admission requirements (some hospices do not allow patients with PEG tubes). 

· If the patient’s plan is to die at home, the need for additional home help can be explored (i.e. provide list of private care agencies for live in nannies). 

· Our mentor program, which provides emotional & informational support to the caregiver, will also be offered.



	TIPS

· Use a room humidifier to keep air moist and help prevent thick phlegm from accumulating.

· Not all ALS patients decide to have a feeding tube.  Remember that they have made a decision that needs to be respected and honoured.  The job of health care professionals is to educate and inform patients of their options and describe the outcomes of certain decisions.  The rest is up to the patient and family.


	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

· in search box enter “nutritional guidelines” here you will find clinical guidelines entitled, “Evidence Based Review: Nutritional Management”

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

http://www.irrd.ca/education: website provides information about dysphagia care 

· click on “therapy/treatment” here you will find a link entitled, “swallowing disorders”

THE ALS SOCIETY REGIONAL MANAGER:  

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

· Maureen Hills, social worker x73257

· Ishtar Gabriel, clinic coordinator x76870

· Gastroenterology Clinic x76800 (Dr. Bruno Salena is the gastroenterologist who performs most of the PEG Tube surgeries for our patients)

This information is available through the clinic by contacting the patient care coordinator who will fax, email or mail this information to you: 

· Food modification easy to use chart

· Feeding tube booklet (including user manual, information sheet on cost, FAQ)

· Dysphagia cookbook

· Saliva and phlegm information sheet 

· Samples of thicken liquids and nutritional supplements
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