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

FOCUS OF CARE: assess, recommend, educate and implement

AREA OF CARE: mobility

	CONSIDERATIONS

Develop ONGOING and LONG TERM relationship with patient and family in order to be PROACTIVE when assessing, recommending, educating and prescribing equipment to enhance:

· self-care

· transfers

· mobility

Including: built up utensils, velcro clothing, elastic laces for shoes, transfer boards, ceiling tracks, commode, bath rails, electric bed, AFOs, walker, manual/power wheelchairs, home renovations.  Discuss funding options including ADP and ALS Society Loan Cupboard and shared purchase. 

· Conduct home safety assessment and include education around risk and prevention associated with falls.

· Limited energy and difficulty performing daily tasks:  introduce assistive devices (eg foam padding for pens, cutlery, toothbrush)

· Recommend and demonstrate range of motion exercises and include education about benefits 

· Provide education and training for all caregivers regarding safe technique to assist patient (including body mechanics, transfer techniques and equipment utilization)

· Recommend home modifications in advance (including ramps, lifts, moving rooms to one floor of house, ceiling tracks) and provide information about funding sources (e.g. March of Dimes).  In some cases it might also be important to suggest moving to a more accessible housing.

· Prescription for wheelchair seating (including cushion, tilt, headrest, lap tray, alternative controls).  Referrals can be sent to the seating clinic at Chedoke.  Note: consultations with community OTs are provided by the seating clinic staff for patients living outside the geographical boundaries covered by the seating clinic or in cases where the home assessment is not feasible.  

· Recommend application for parking permits are completed and taken to MOT (these applications are available in the clinic and can be endorsed by Dr. Turnbull or the family physician)

· Make referral for driving assessments when necessary (or notify ALS clinic who will make appropriate arrangements).  Information sheet on this process is available through the clinic
PSYCHOSOCIAL CONSIDERATIONS:

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

· Embarrassment and a sense of loss of independence can be associated with the need for mobility aids.  

· Increased care required of family members, which can lead to caregiver burn out.
	WHAT TO EXPECT FROM CLINIC &/OR SOCIETY 

· The clinic relies heavily on the community OT to develop an ongoing and long term relationship with the patient and family in order to be proactive when assessing, recommending, educating and prescribing equipment to enhance self-care, transfers and mobility.  

· The OT we have on staff works collaboratively with the SLP to form the AAC Technology Team (AAC = Augmentative and Alternative Communication) and together they provide patients and families with communication services.   

· A list of contractors to assist with home adaptations is available through the ALS Society of Ontario by contacting the regional manger of the ALS Society.

· Applications for disabled parking permits are available in the clinic.  Dr. Turnbull or the family physician can endorse these.

· The clinic will assess the need for and endorse community suggestions for AFOs and arrange a referral when appropriate. 

· The clinic will assess the need for and endorse community suggestions for referrals to the seating clinic and arrange a referral when appropriate 

· Dr. Turnbull will assess the patient’s ability to drive and suggestion a driving assessment if/when appropriate.  Dr. Turnbull will also send a letter to the MOT when the patient is not longer safe to drive.  The clinic will provide an information sheet to the patient and family outlining this process.

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)

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

· 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

· Silky sheets and pajamas make it easier to move around in bed

· Shape of body becomes embedded in memory foam making it difficult to move around in bed

· Many private insurance companies cover the cost of equipment.  Suggest patients and families check their plans before ordering and buying equipment.  The ALS Clinic will provide prescriptions or support letters if the insurance companies require these.

· The ALS Society provides equipment free of charge to patients to borrow regardless of income level.  Please check the loan cupboard for all your equipment needs before ordering through the CCAC or ADP.  Only private insurance should be utilized before the equipment pool is used.

· Utensils can be built up using the foam you can buy at hardware stores (used to insulate piping in the winter)

· Be proactive when educating patients and families about all their options for self-care, transfers and mobility and remember you might have to review this information more than once.  This empowers patients and families to make informed decisions.  Keeping in mind that not making good decisions or decisions at all is a choice and must be honoured and respected.


	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 a manual for OTs  (under resources).

Other useful websites: 

www.irrd.ca/education
· assisted ROM exercises for arms and legs to maintain joint flexibility

· energy conservation

· principles of transfers for health care workers

· ambulatory aids: a basic guide

www.cra.gc.ca
· government website outlining equipment that can be tax deductible 
www.dimes.on.ca
· Ontario March of Dimes Home & Vehicle Modification Program

· attendant care services

www.health.gov.on.ca
· Outlines Assistive Devices Program (ADP) which provides funding for Equipment (i.e.wheelchairs)

Please contact the Regional Manager for the ALS Society with questions regarding the equipment loan cupboard, shared purchase and a list of contractors:  

Jane Allan (289) 313 0619
The Seating Clinic at Chedoke:

· 905 521 2100 x77128

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

· Kim Carey-Williams, OT x77459

· Maureen Hills, SW x73257 

· Ishtar Gabriel, Coordinator x76870 

This information is available through the clinic by contacting the patient care coordinator: 

· disabled parking forms

· list of nanny agencies

· March of Dimes information

· driver reassessment information
· mentor information
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