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

FOCUS OF CARE: assess, adapt and accommodate

AREA OF CARE: ADLs

	CONSIDERATIONS

· Call bells becoming very important in end stages as this is sometimes the only means of communication a patient has left. 

· Patients begin to loose interest in eating and drinking.  It is important to ensure the person with ALS is staying hydrated.  The time might come when he/she is no longer wanting to or able to eat or drink.  This can be difficult for the caregiver and family to accept.  In these cases the patient can be kept comfortable through the use of medications which will be discussed in detail with their family physician, palliative specialist or Dr. John Turnbull (ALS Clinic Neurologist)

· Increased care at night might be required as it becomes increasingly difficult for patient to move.  Some options include private nursing or PSW, increased hours through CCAC, family and friends becoming more involved, hospice or nursing home

· Most of our ALS patients die at home.

PSYCHOSOCIAL CONSIDERATIONS:

· Decreased independence is strongly related to increased frustration and depression

· There can be considerable grief and isolation related to reduction in social activities and sexual intimacy as independence decreases.

· Embarrassment and a sense of loss of independence can be associated with the need for more physical care.  

· Increased care required of family members, which can lead to caregiver burn out.

	WHAT TO EXPECT FROM CLINIC &/OR SOCIETY 

· Ongoing assessment for those patients still able to come into clinic

· The clinic does provide EADLs (such as hands-free phones and call bells).  A small dispensing fee is charged for the loan of this equipment.  
· Discussion with patient and family about what to expect during the end stages and a DNR will be issued if and when appropriate

· In cases where the patient is no longer able to come into clinic a letter will be sent to the CCAC Case Manager and the family physician notifying them of the patient’s condition.  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 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).

· Equipment requests must be prescribed by a qualified health professional.

· 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).

THE CLINIC SOCIAL WORKER IS AVAILABLE:

· To discuss any issues or concerns related to the adjustment associated with decreased independence. 

· 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)

· The clinic social worker will assess the need for and recommend to patients and families that they utilize PSW (to help with things such as dressing, feeding, bathing).  The clinic will make an initial referral to the CCAC.  If patients have ongoing CCAC support the clinic will recommend they initiate request on their own.

· 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.

· 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

· Velcro clothing and shoes

· Electric toothbrush

· Call bells: use baby monitors or door bells


	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).

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

· Shelley Curry, administrator: x76365

· Ishtar Gabriel, patient care coordinator: x76870

For more information on EADLs please contact James Leslie at Independence Technologies

905-521-2353

A brochure entitled, “Dying at Home” and information sheet on EADLs are available through the clinic by contacting the coordinator or administrator.  This information can be emailed, mailed or faxed to you.




Please do not copy double sided  
                                   
©2008 The ALS Clinic, McMaster University Medical Centre


                                                                                          
        
             page 2

