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Introduction

· Rehabilitation and social welfare services for persons with disabilities has developed rapidly through the United Nation’s Decade of Disabled Persons (1983-1992) in Japan.

· But the services for people with severe disabilities such as ALS who are using respirators and can’t communicate haven’t developed sufficiently, so those people are suffer many hardships.

· Therefore, we started this CBR activity organization through the Fukui ALS Association.

What is ALS

· ALS is a representative nervous disease. The ministry of Public Welfare is designating it as specific disease.

· It occurs in most often males in their 40’s and the ratio of ALS in the population is 3-4/100,000 person.

· The symptoms of ALS are 1) weakness of muscles of the body, 2) rapid decline, especially if done not use a respirator, person will die within 3 years, 3) difficulty of breathing.

· The cause of ALS are still unknown and under exploration in the medical world.

Subject Problem

1) Unknown cause, incurable, rapid progress of disease

2) Lack of quantity and quality of care

3) Economical problem

4) Lack of resources in the community

5) Lack of networking between medical and welfare

6) No way to communicate

WEEKLY SCHEDULE OF ALS WITH VENTILATOR (A case of FALSA)

Profile: Her name is Terumi OGAWA, 47 years old female. She has a husband and 3 kid, and lives outside of capital city of Fukui pre. She was affected by ALS when she was 39 years old. 1 year after onset, she had to use ventilator because of shortness of breathing. Her husband visited FALSA and investigated some ALS who stayed at home with ventilator. It have passed 10 years since he brought back his better half from hospital. He is a president of FALSA at this moment.

	
	Monday
	Tuesday
	Wednesday
	Thursday
	Friday
	Saturday
	Sunday

	Doctor
	Changing tracheotomy tube
	
	
	
	
	Medical check
	

	FALSA volunteer
	Fetch attendant
	Fetch attendant
	Fetch attendant
	Fetch attendant
	
	Outing with wheelchair
	

	Home help Service
	
	Bathing
	Outing with wheelchair
	
	Bathing
	
	

	Public health Centre
	
	Bathing
	
	
	
	
	

	Home visiting Nurse
	
	
	
	
	Bathing
	
	

	Training Nurse or PHN
	
	Sometimes
	
	
	Sometimes
	
	

	Visitor
	
	
	
	ALS family
	
	Friend
	Sometimes

	Husband
	On duty
	On duty
	On duty
	On duty
Late night care
	On duty
Stay overnight with wife
	Community work
	Community work

	Son A
	On duty
Morning & night care
	On duty
Whole night care
	On duty
Morning care
	On duty
	On duty
	
	

	Son B
	On duty
	On duty
Morning care
	On duty
	On duty
Morning care
	On duty
Morning care
	Early Night care
	Whole day care

	Daughter
	Household Volunteer as FALSA staff
	Household
	Household
Whole night care
	Household
Early night care
	Household
	Household
Late Night care
	Household


DAILY SCHEDULE OF ALS WITH VENTILATOR

	1 AM
	3 AM
	5 AM
	7 AM
	9 AM
	11 AM
	1 PM
	3 PM
	5 PM
	7 PM
	9 PM
	11 PM

	
	Suction for secretion (every 3 hours)
	
	Suction for secretion

Nebulize

Washing face

Shampoo

Vital check such as blood pressure and pulse rate

Brush teeth

Toilet

Physical therapy such as passive ROM ex and postural drainage
	Prepara-
tion for meals

Start feeding by nasal tube at 8 a.m.

Finish feeding at 9:30 a.m.
	













*change suction tube

*check up respirator

*chest percussion

*nebulizer

*range of motion exercise
	Prepara-
tion for meals

Start feeding by nasal tube

Listen to the music
	Change
gaze for tracheo-tomy sore


Change tracheo-tomy tube by doctor weekly
	Send home attendant
	Range of motion exercise

Prepara-
tion for meals

Start feeding by nasal tube
	Suction for secretion

Nebulize

Washing face

Shampoo

Vital check such as blood pressure and pulse rate

Brush teeth

Toilet

Physical therapy such as passive ROM ex and postural drainage
	Fell in sleep


Public Services

	SERVICES


	
	FACILITIES
	
	GOVERNMENTAL REGULATION



	
MEDICAL CARE
NURSING CARE
REHABILITATION


	
	HOSPITAL
VISITING NURSE ST.
	
	
IN THE MEDICAL SECTOR

	HOME RENOVATIONS
(WHEELCHAIR, ACCESS, ETC)

	
	HEALTH CENTER
	
	IN THE COMMUNITY HEALTH SECTOR

	PENSION
ANNUITY

	
	WELFARE
OFFICE
	
	IN THE WELFARE SECTOR FOR DISABLED AND AGED

	HOME CARE
SERVICE
	
	COUNCIL OF SOCIAL WELFARE
	
	IN THE SOCIAL WELFARE SECTOR


Lack of services and role of CBR

	
	Lack of service
	Role of CBR


	Medical
Care

	Lack of specialists
Limited service area
	Offer various courses for medical specialists,
Introduce specialists


	Public
Pension

	Too much care and less pension
	Lending some expensive medical equipment,
Petition to government


	Care
	Lack of care workers, limited service area,

Specialized medical care 
can only be specifically licensed medical specialists

	Offer courses,

Organizing a volunteer force to service rural areas and underprivileged,

Petition

	Counselling
	Lack of specialists especially for ALS
	Peer counselling,

Advised by FALSA member


Japan ALS Association (JALSA)

JALSA was set up in 1988 for helping ALS. At the moment, there are about 8,000 members and 27 branches all over Japan. Headquarter is in Tokyo.

Activities

· Petitions to the government

· Published JALSA news

· Collecting donations

· Studies & research

· Public education

· Increase branches

Fukui ALS Association (FALSA)

· FALSA started in November 1989 through the encounter with an ALS patient living in Fukui. The home care service experienced spurred the opening of the 6th JALSA branch in Japan.

· There are about 300 members. ALS and their families make up 15%, specialists 52% and community members 33%.

· Annual budget is approximately 20,000 US$. The income break down into donations (57%), selling books, post cards, etc. (18%), member fees (15%), and grant from JALSA and community organizations (10%).

· Expenditure break down into office staff and materials, needs, meetings, news-letters, transportation fee, ALS and family member meeting, exchanges, retreats, etc.

Activities of FALSA

· Peer counselling

· Publishing news-letter in every 2 months

· Lending service of medical equipment (medical machines, personal computers etc.)

· Home visiting

· Introducing communication materials (personal computers etc.)

· Collecting money/donations

· Exchanges meetings with other members (3 times/year)

· Petitions to the government

· Education of community members

· Courses offer to develop care skills

· Meetings (monthly and an annual organization wide meeting)

Conclusion

· We introduced CBR activities for people using respirators with severe disabilities.

· CBR activities aims to fill the lack of rehabilitation and welfare services for these people.

· Through the CBR activities, the ALS patients and family members can improve their living conditions and situations, as well as achieve better life situation. They can have a stronger life, with dignity.

· It is important for and effective that various specialists work together as volunteers in the community through CBR activities so that our society will be able to cover the lack of social resources.

