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Tabl
Fey Informants f

@ A2

ar Agency Survey

MANITOBA
Department of Education for
Manitoba
-Special Educational
Consul tant

Vocational Rehabilitation
Frogram
~Chief

Frogram Consultant

Rehabilitation Centre for
Childraen, Winnipeg
~Fedi io Neuwromuscuwl ar
Team
(Neurnlogist, Orthopedic
Surgeon, Fhysiotherapist,
Ococupational Therapist,
Nur Biomedical Engineer)
~gaparate meetings with
urologist
cupational % Physio-
Therapist

Children®s Hospital,

Winnipeg

~Director and Assi ant
Director of Rehabilitation
Services

Rehabilitation Hospital for
for Adults, Health Science

Centre, Winnipeg
~Pssictant Director of
Occupational Therapy Services
% Benior Therapist, Neurology
Team

Manitoba Health, Home Care
g am
~Frogra

t

m Speciali

Society for Manitobans with
Disabilities

~Senior Supervisor of
Childrens” Frograms
-Senior Supervisor of Adult
Frogams

~Director of Preschool

cor of Wheelchair
Barvices

Maritobs
Flvy

o i

League of the
ly Handicapped
ial Coordinator

Commurity Respite
nator & As
Coordinator

Service

Il dant Living Resource
Centr

-Mar

rng Director

SASKATUHEWAN
Saskatchewan Department of
Education
ucational Consultant,
Special Education Branch

Advanced BEducation and Man—
power Department, Vocational
Rehabilitation for Disabled
Farsons Frogram
~Frogram Manager

Lo
ipital

Children’s Rehabilit
Centre, University Hos
BSaskatoon
~Fediatric Neuromuscular Team
(Neuwrologist, Social Worker,
Fhysiotherapist, Nurse,
Occupational Therapist)
~Madical Director of Centre
~separate meetings with
~Neurologist
-Fhysiotherapist

Wascana Rehabilitation

Centre, Regina

~8enior Occupational
Therapists, Adult Neurology
Tezaun

~Occupational Therapist %
Social Worker, Pediatric
Neatromuscul ar Team

Saskatchewan Alids to
Independent Living (SATIL)
Fr-ogram

~Director

~Depot Coordinator

Saskatchewan Health
~Director of Community
Therapy Frograms

~Manager of Folicy Unit for
Continuing (Home) Care
Frograms

Saskatchewan Abilities

Council

~Frogram Manager, Yocational
Frograms

~Manager, Drthopedic and
Techrnical Aids Frograms
~Manager of Training Centre
~Manager of Special Needs
Transporftation (Saskatoon)

=Director of Handicapped
Farmars Frogram
g chewan Voice of the

Hardicapped
~Communications % Advocacy
Officer
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Table 39

Hierarchy of Needs According to the Ferceptions of
Clients, Key Informants, % a Health-care Professional

CLLIENTS
(N=1068)

accressibilityX 1.
(S6.6%)

parent/client
SUpportXx
(20.0%) 2.

improved Job
oppaortunities

for the disabled
(18.9%) .

better public
attitudes towards
disabled people
(18.9%)

more social & rec-
reational opportun-
ities for disabled
(16.7) 4.

family respite care
(18.6%)

more funding for
equipment
(14.4%)

improved accessible
transportation
(14.47%)

¥combines need for
accessibility to
public buildings,
need for funding for
home modifications,
% need for more
accessible housing

X% combines need for a

buddy system for
clients & families
to share praoblems %
need for a network of
client or parent
support groups

KEY, INFORMANTS

(N=33)

provision, assess—
ment, choice, avail-
ability of equipment
(81.8%)

poor services for
clients in rural

% Northern regions
(39.47%)

PROFESSIONAL

shortage of rehabilit-

ation personnel (speech,
occupational, % physio-

therapists)
(20.3%)

self-help, emotional

support, & counselling

(30.3%)

poor medical % support

services in the
community
(27 .37

9.

(N=33)

1. social
isolation
(R0.0%)

2. disorder
information
(72.77%)

T. parent,

client,

family
support

(48.5%)

4. client &
family
counselling
about
stress,
grief, %
acceptance
of disorder
(45.5%)

respite
care
(45.5%)
A}
access—
ibility
(45,5%)

adult &
transition
clinic

(45, 5%)

(a)vocational
counselling
% placement
(Z6.4%)

information
on % assess-—
ment for
equipment
(Z3.3%)

attendant
care (33.3%)

better coor-
dination of
local
services
(12.17%)

funding for
home reno-
vations
(12.1%)

lack of

peer
relation-
ships(12.1%)

accessible
transporta-
tion (12.1%)

life skills
training
(?.1%)
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Appendix 1
Categories of Neuromuscular Disorders
MUSCULAR DYSTROPHY ASSOCIATION OF CANADA

124,

REFERENCE FOR CATEGORY - "NEUROMUSCULAR DISORDERS"

MUSCULAR DYSTROPHIES

Duchenne Muscular Dystrophy
(Pseudohypertrophic?
Becker Muscular Dystrophy
Facioscapulohumeral Muscular Dystrophy
(Landouzy-Dejerine)
Limb-Girdle Muscular Dystrophy
(including Juvenile Dystrophy of Erb)
Myotnic Dystrophy
(Steinert's Disease)
Congenital Muscular Dystrophy
Opthalmoplegic Muscular Dystrophy
Distal Muscular Dystrophy
Muscular Dystrophy of Late Onset

SPINAL MUSCULAR ATROPHIES

Amyotrophic Lateral Sclerosis (ALS) Motor Neuron Disease
Infantile Progressive Spinal Muscular Atrophy
(Werdnig-Hoffmann Disease)
Juvenile Progressive Spinal Muscular Atrophy
(Kugelberg-Welander Disease)
Benign Congenital Hypotonia
(formerly called Amyotonia Congenita)
Adult Progressive Spinal Muscular Atrophy
(Aran-Duchenne Type)

INFLAMMATORY MYOPATHIES

Polymyositis
Dermatomyositis
Myositis Ossificans

DISEASES OF PERIPHERAL NERVE

Peroneal Muscular Atrophy
(Charcot-Marie-Tooth Disease)
Friedreich's Ataxia
Dejerine-Sottas Disease
Guillain-Barre Syndrome

DISEASES OF NEUROMUSCULAR JUNCTION

Myasthenia Gravis
MYOTONIAS
Myotonia Congenita

(Thomsen's Disease)
Paramyotonia Congenita



-2 . 125.

METABOLIC DISEASES OF MUSCLE*

Phosphorylase Deficiency
(McArdle's Disease)
Acid Maltase Deficiency
(Pompe's Disease)
Phosphofrucktokinase Deficiency
(Tarui's Disease)
Debrancher Enzyme Deficiency
(Cori's or Forbes' Disease)
Carnitine Deficiency
Periodic Paralysis

*Glygocen storage diseases

MYOPATHIES DUE TO ENDOCRINE ABNORMALITIES

Hyperthyroid Myopathy

Hypothyroid Myopathy

Myopathies Secondary to Disorders
of Adrenal Corticosteroids

LESS COMMON MYOPATHIES

Central Core Disease
Nemaline Myopathy
Mitochondrial Disease
Myotubular Myopathy
Malignant Hyperthermia

OTHER APPROVED DISORDERS

Infantile Metachromatic Leukodystrophy

(or Sulphatide Lipidosis)
Agenesis of the Curpus Callousum
Anterior Horn Cell Disease woth Progressive Dementia
Spinal Cerebellar Degeneration
Isaac Syndrome (Neuromyotonia)
Chronic Relapsing Neuropathy
Familial Ataxia
Disproportion Congenitale des Fibres
Multicore Myopathy
Lipid Myopathy
Type 1 Muscle Fibre Atrophy and Central Nuclei
Syndrome Charlevoix-Saguenay
Atypical Glycogen Storage Disease of Muscle
Oculopharyneal dystrophy with distal weakness
Amyotrophic spinale intermediarie - severe
Myopathie Syndrome Schwarts-Jumpel
Syndrome Eaton-Lambert
Cerebellar Tremor & Familial Ataxia
Minicore Disease ‘
Emery-Dreifuss Muscular Dystrophy
Fingerprint Myopathy
Fukuyama Type Muscular Dystrophy

3/9/87



Appendix 2
Cover Letter and Client Survey

L'"ASSOCIATION CANADIENNE DE LA DYSTROPHIE MUSCULAIRE
' 126.

April 16, 1987
Dear Client,

The attached questionnaire has been developed to help THE MUSCULAR
DYSTROPHY ASSOCIATION OF CANADA learn from you, our clients, what people
with neuromuscular disorders need. The information which we gain will be used by the The
Association to plan services for clients and their families living in Manitoba or Saskatchewan.

Your answers are the key to ensuring that the views of you and your family are included
in our final results. All the information you give will be kept in strict confidence.

Completing the questionnaire will take about one hour of your time. If you are an adult
client and are unable to complete the questionnaire personally, please have a relative or friend
help you. If you are a parent or guardian, please complete the questionnaire for your child.
If there is more than one person in your household registered as a client, please see that one
questionnaire is completed for each person.

Please try to answer all the questions. Throughout the questionnaire there is space to
add comments of your own. If you have more to say than we have provided space for, you
may attach a separate piece of paper and label each answer by section and number. When
you are finished, please put the questionnaire in the envelope provided and drop in the mail
by April 30, 1987. If you have any questions or if you would like more information, please
call collect to the Prairies office of the Muscular Dystrophy Association of Canada at
204-233-0022.

Thank-you for contributing your time and experience to this important study that will,
in turn, help determine new services to be made available to you and your family through
The Muscular Dystrophy Association of Canada. It is our hope that this study will serve to
reinforce The Association’s motto that “ONE STEP AT A TIME, TOGETHER WE
CAN MAKE IT!”.

Sincerely,

AN oo

Lena N. Cuthbertson
Client Services Research Coordinator

Patron

Her Excellency the Right Honourable Jeanne Sauvé, P.C., C.C., CM.M., C.D., Governor General of Canada
Son Excellence la trés honorable Jeanne Sauvé, C.P., C.C., CM.M., C.D., Gouverneur général du Canada

Prairie Office (#0043307-11-13) Bureau des provinces des Prairies
400 Tache Avenue, Suite 306, Winnipeg, Manitoba R2H 3C3 Tel. (204) 233-0022



SURVEY OF THE NEEDS OF PEOPLE
With Muscular Dystrophy and Related
Neuromuscular Disorders
Living in Manitoba or Saskatchewan

nnnnnnnnnnnn

OSSO Who will be completing this questionnaire?
(check box)

M sclllm 1. Client O
2. Other O
““sc“un Please specify relationship

to client:




SECTION I: BACKGROUND INFORMATION

The questions in this section will give us information on your background and how it compares to

other clients. .

1.

WHAT CITY OR TOWN AND PROVINCE DO YOU LIVE IN?
City/town:

Province:

WHAT IS YOUR BIRTHDATE?

/ /

WHAT IS YOUR SEX: (check box)
1. Male O
2. Female O

DO YOU LIVE ON YOUR OWN: (check box)
1. Yes 0—=PLEASE GO TO QUESTION # 5.

2. No [0—=Please list below the relationship of everyone living with you.

RELATIONSHIP AGE
(eg. husband, wife,
sister, mother, etc.)

DO YOU KNOW WHAT TYPE OF MUSCULAR DYSTROPHY OR
NEUROMUSCULAR DISORDER YOU HAVE? (check box)

1. Yes O Please specify type:

2. No |

DO YOU KNOW WHEN YOUR DIAGNOSIS WAS MADE? (check box)

1. Yes O Please specify year:

2. No O



7. ARE THERE OTHER MEMBERS OF YOUR FAMILY WHO HAVE
MUSCULAR DYSTROPHY OR A NEUROMUSCULAR
DISORDER? (check box)

1. Yes [0 — Please list below their relationship to you and their ages.

RELATIONSHIP AGE LIVING NOT LIVING
WITHYOU WITHYOU

O O
O O
O O
O O
O [}

2. No O

8. ARE YOU THE PRINCIPAL WAGE EARNER IN YOUR HOUSEHOLD?

(check box)

1. Yes O

2. No O

9. WHAT ARE YOUR SOURCES OF INCOME? (check box)

Salary or Wages

Long Term Disability Pension

Federal Disability Allowance (Canada Pension)
Provincial Disability Allowance

Worker’'s Compensation

Social Assistance

Unemployment Insurance

Private Retirement Pension

Other

© ® N o ok 02
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SECTION I1: NEED FOR INFORMATION

The questions in this section will tell us how easy or difficult it has been for you to get information
related to your condition.

1. HAVE YOU BEEN ABLE TO GET THE INFORMATION YOU
HAVE NEEDED OR WANTED ABOUT: (check boxes)

Yes No
1. Your disorder O O
2. Treatment for your disorder O [
3. Where to go for treatment [ O
4. Whether your disorder was inherited [ O

2. WHERE DID YOU GET THIS INFORMATION? (check boxes)
Doctor(s)

Neuromuscular Clinic(s)

The Muscular Dystrophy Association of Canada
Other People with the Same Disorder

Library

Jerry Lewis Telethon

Physiotherapist(s)

Occupational Therapist(s)

Nurse(s)

© © ® N O Ok WM
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—

Others, please specify:

3. IS THERE ANY INFORMATION ABOUT YOUR DISORDER
THAT YOU HAVE BEEN UNABLE TO FIND? PLEASE SPECIFY.




4. TO LEARN MORE ABOUT YOUR DISORDER AND THE
SERVICES AVAILABLE TO HELP YOU, WOULD YOU AND/OR
YOUR FAMILY BE INTERESTED IN ATTENDING: (check boxes)

Yes No
1. Workshops or Lectures O O
2. Small Group Meetings with other Clients and Families [ O
3. Individual Meetings with a Knowledgeable Person O 1
4. Other [, Please specify:




SECTION IiIl: NEED FOR MEDICAL SERVICES

The questionsin this section are about the medical services you are receiving, as well as those services
that you feel you need.

1. HAVE YOU EVER ATTENDED A NEUROMUSCULAR DISORDER
CLINIC? (check box)
1. Yes O

2. No O
2. WHERE IS THE CLINIC?

PLEASE GO TO QUESTION # 7.

Name of City:
3. WHAT IS THE NAME OF THE CLINIC?

Name of the clinic:

4. HOW OFTEN DO YOU ATTEND THE CLINIC?(check boxes)

1. Every month O
2. Every 6 months O
3. Once ayear O
4. As needed O
5.

Other [, Please specify:

5. PLEASE EXPLAIN WHY YOU ATTEND THE CLINIC?

6. ARE YOU SATISFIED WITH THE SERVICES YOU HAVE RECEIVED AT THE CLINIC?
(check box) :

1. Yes [, Please explain why:

# 6 continued on next page . . .



# 6 continued from previous page

2.

No [, Please explain why:

What suggestions do you have for improving the clinic?

PLEASE PROCEED TO QUESTION # 8.

7. WHY DO YOU NOT ATTEND A CLINIC? (check boxes)

oo n =

| am not aware of a clinic. O
There is no clinic available. O
The clinic is too far away. a
| am not satisfied with the services and professionals O
at the clinic. Please explain why:

O

Other [, please specify:




8.

HAVE YOU SEEN ANY OF THE FOLLOWING MEDICAL

PROFESSIONALS REGARDING YOUR DISORDER?

(Neurologist)

Doctor specializing in rehabilitation (Physiatrist)
Doctor specializing in bones (Orthopedic surgeon)

Doctor specializing in children (Pediatrician)

Nurse

Physiotherapist

. Doctor specializing in nerves and muscles

Occupational Therapist

Social Worker

Person who makes braces and casts (Orthotist)

Respiratory Therapist

. Speech Therapist
. Others, please specify:

SAW
IN THE
PAST
O

ooooo0oooao

Ooo0oano

9. HOW DO YOU TRAVEL TO MEDICAL APPOINTMENTS

10.

RELATED TO YOUR DISORDER? (check box)

1.

2
3.
4

HOW FAR MUST YOU TRAVEL TO GET MEDICAL ATTENTION

Car
Bus
Air
Other

O
|
O
O, Please specify:

STILL
SEE

|

ooooooodoaoao

OO0 00

FOR YOUR DISORDER? (check box)

1.

2
3.
4

less than 25 kilometres one way

between 25 and 50 kilometres one way
between 51 and 120 kilometres one way

greater than 120 kilometres one way

Oo0on0oao



11. WHO ACCOMPANIES YOU TO MEDICAL APPOINTMENTS?
(check boxes)

1. A family member O |
2. An attendant O |
3. Noone O

4. Other 03, Please specify:

12. DO YOU HAVE A FAMILY DOCTOR WHO UNDERSTANDS THE
PROBLEMS OF YOUR CONDITION? (check box)

1. Yes O
2. No O

13. WHICH OF THE FOLLOWING HOME SERVICES DO YOU RECEIVE? :
(check box) :

NUMBER OF
DAYS PER
WEEK
1. Visiting Nurse
2. Orderly or Attendant

3. Visiting Homemaker

4. Visiting Physiotherapist

5. Visiting Occupational Therapist

6. Visiting Speech Therapist

7. Visiting Social Worker

8. Doctor who makes house calls

O 0O 0000000

9. Other

Please specify:

10. None O0——PLEASE GO TO QUESTION # 15.



14. WHO PAYS FOR ANY OF THE HELP YOU GET FROM A NURSE, A

15.

17.

HOMEMAKER, OR AN ATTENDANT? (check boxes)
1. | pay for some of it myself.

| pay for all of it myself.

My family pays for some of it.

My family pays for all of it.

o M 0Dn
O0o0oo0ga

Partially paid for by an outside agency.
Please specify:

a

6. Totally paid for by an outside agency.

Please specify:

DO YOU FEEL YOU NEED ANY SERVICES THAT YOU DO
NOT RECEIVE? (check box)

1. Yes O
What services? Why do you feel you need these
services?
2. No O

16. WHERE DO YOU PREFER TO RECEIVE SERVICES? (check

box)
1. In my home 0 —PLEASE GO TO QUESTION # 17
2. Outside my home [, Please specify place, eg. hospital,

treatment centre, school, work,
doctor’s office, etc.

HAVE ANY MEMBERS OF YOUR FAMILY OR ANY OF YOUR
FRIENDS BEEN TRAINED TO DO ANY OF THE MEDICAL
PROCEDURES, WHICH YOU NEED, SUCH AS EXERCISES,
SUCTIONING, ETC.? (check box)

1. Yes [, Please indicate which procedures and how often they
assist you with these procedures.

PROCEDURES HOW OFTEN?
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SECTION IV: NEED FOR HELP WITH DAILY ACTIVITIES

The questions in this section are about your daily activities and whether you have any difficulty with
them.

1.

ARE YOU ABLE TO DO THE FOLLOWING ACTIVITIES? (check boxes)

&
S
& &
& & 0
X N N
X Q O
> & ¥ &
<SS o N
SN Q4O < %
> O Q%S & o
& SEE S &
1. Feed yourself O O O O O
2. Dress yourself O O O O O
3. Bathe yourself O O O O O
4. Turn yourself O O O O O
5. Move from a chair to a bed O O O O O
6. Toilet yourself O O O O O
7. Walk on a level surface O O O | O
8. Climb stairs O O O O O
9. Go shopping O O - d O O
10. Cook a meal O O O O O
11. Do light housework O O O O O
12. Do laundry O O O O O
13. Do your own banking O O O O O
14, Drive a car O O O O O
15. Use atelephone O O O O O
16. Use PUBLIC transportation (not special O O O O O
transport for the disabled
2. DO YOU USE A WHEELCHAIR OR OTHER MOBILITY DEVICE? (check box)

1. Yes O

Inside and Outside

2. No O

Outside only
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3. WHO ASSISTS YOU, WHEN YOU NEED HELP WITH YOUR DAILY ACTIVITIES? (check boxes)

&
1. Family O
2. Friends O
3. Visiting Nurse O
4. A Homemaker or Housekeeper O
5. An Attendant or Orderly O
6. Others, please specify:
O O O O
O O O O
7. Not applicable, | do not need help. PLEASE GO TO QUESTION # 8.
4. |IF YOU ARE HELPED BY FAMILY OR FRIENDS, HOW WOULD YOU DESCRIBE THE EFFECT
ON THEM? (check boxes)
PHYSICALLY EMOTIONALLY
1. Itis not too hard on them. O O
2. Itis fairly hard on them. O O
3. ltis very hard on them. O [
5. PLEASE DESCRIBE THE DIFFICULTIES FACED BY YOU AND YOUR FAMILY OR FRIENDS
IN MEETING YOUR DAILY NEEDS? '
6. PLEASE OUTLINE ANY IDEAS YOU HAVE FOR HOW THESE DIFFICULTIES COULD

BE OVERCOME.
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7. WHICH STATEMENT BELOW APPLIES TO YOU? (check box)
1. | receive all the help | need.
| need a little more help.

Ooo0o0oao

2
3. | need a lot more help.
4

I do not need help, but my family and friends
need help helping me.

8. DO YOU THINK YOU WILL LIKELY NEED MORE OR LESS HELP
IN THE NEXT 5 YEARS?
(check box)

| will probably need a great deal more help.
I will need a little more help.

| will need about the same amount of help.
| will probably need less help.

N
OO0OoOoao

| can’t say.

9. DURING THE PAST YEAR, HAVE YOU UTILIZED ANY
RELIEF OR RESPITE TYPE OF SERVICE THAT ALLOWS YOUR
FAMILY OR OTHER CAREGIVERS TO HAVE AREST ORVACATION?
(check box)

1. Yes [, Please specify where this relief was provided, how many
times during the year you used it, and for how long.

WHERE? HOW MANY TIMES? HOW LONG?
2. No, I/we do not need this. O
3. No, this is not available in my area. O

4. No, | have not been aware that this type of service exists. (]
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SECTION V: NEED FOR SPECIALIZED HOUSING

The following questions are about your housing needs now and in the future.

1. ARE YOU CURRENTLY LIVING IN: (check box)

A house?

An apartment?

An apartment in a special integrated housing project?
A rooming house?

A group home for disabled tenants?

A student residence?

A cooperative?

OO0O0O0oOoooOoao

A hospital or extended care facility?

© ® N o o kK~ 0=

Other [, Please specify:

2. DO YOU NEED ANY OF THE FOLLOWING MODIFICATIONS TO THE PLACE WHERE YOU
NOW LIVE? (check boxes) ' '

Q QD
é'& o &
S o~ <& e
& 9 & &
1. Ramps constructed O O O O
2. Handrails installed O O O O
3. Doorways widened O O O O
4. Elevators or lifts installed O (| O O
5. Special bath or showers installed O O O O
6. Kitchen modified O O (| O
7. Light switches or outlets relocated O O O O
8. Others, please specify:
O O O O
O O O O
O O O O

3. HOW SATISFIED ARE YOU WITH YOUR CURRENT LIVING SITUATION? (chec.k box)
1. Very satisfied

Fairly satisfied

Neither satisfied or dissatisfied

Somewhat dissatisfied

S
Oooopao

Very dissatisfied
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4. ASSUMING THAT YOU COULD GET ALL THE ASSISTANCE
YOU NEED, WHICH OF THE FOLLOWING WOULD YOU
CONSIDER TO BE THE MOST ACCEPTABLE TYPE OF
~ACCOMMODATION FOR YOU? (check box)

To live alone in my own apartment or home
2. To live with family or friends in a private home or apartment

To live with other disabled people in shared accommodation
of 4 to 6 individuals

4. To live in specially constructed housing with on-site
attendant care

5. To live with other disabled people in shared accommodation
of approximately 30 people

To live in a nursing home
To live in a long-term care hospital
Other [, Please specify:

Ooo0 O 0O OO0

Which would be your second choice? (write in number)

Which would be your third choice? (write in number)
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SECTION VI: NEED FOR HEALTH CARE EQUIPMENT

The following questions are about the equipment that you use and need.

1. PLEASE INDICATE, IF YOU USE OR NEED ANY OF THE ITEMS BELOW AND WHO
PAID FOR EACH. (check boxes)

(S o}

1. Electric wheelchair Oojlo|o|ojgjo|jo|O ]

2. Regular manual wheelchair o|/oo|o|o|/o|o|d

3. Lighweight manual wheelchair oOo|o|jojo|o|o|d

4. Ultralight manual wheelchair o/o|(o|o|o|o|o|d

5. Reclining manual wheelchair o|o|jo|o|o|o|go|o

6. 3-wheeler or scooter oo/o|o|o|o|o|d

7. Power pak on a manual wheelchair oO|o|go(g|jo|o|o|0d

8. Seating insert for wheelchair, Og|o|jo|go|o|g|d

Please describe type:

9. Walker oyo(g(o|jo|go|o|d
10. Cane o|oygo/oyo|o|o|a
11. Standing frame Oo|o|o/goo|jgo|o|d
12. Back brace oyoyo|/oyo|o|o|a
13. Other orthopedic equipment, oogo{g|o|o|o|ao

Please specify:
14. Grab bars oo|g|o|jo|o|go|o
15. Bath or shower seat Oo(o|o|o|jo|o|o|ad
16. Commode Oo|/o|o|/o|jo|o|o|o
17. Hydraulic bath lift Oo|o|gojo|o|o|o|d
18. Raised toilet seat o|o|oo|oc|o|a|d
19. Manual hospital bed o|o|go|jo|o|o|o
20. Electric hospital bed O o|jg(o|o|0o|o|d
21. Waterbed oojgo(g|oygo{o|o
22. Other type of bed, please specify: Oo|o/o|jo|o|jgo|o|o
23. T-foam mattress O|o|o|jg|jo|(d|0dj|0O
24. Alternating pressure mattress O|o|joyo|o|go|o|d
25. Sheepskin pad oo Oo|go|ojoa|d
# 1 Continued on next page . . .
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PLEASE

SPECIFY:
26. Other type of méttress, biéasé sbecify:
27. Bed rails o|o/o|o|jo|o|a|ad
28. Wheelchair cushion, please specify: O o/oo|jo|o|oad
29. Portable Aluminum Ramps Oo|o/o|joo|ojo|ad
30. Hoyer lift oo/ oo|joja|a
31. Other type of lift, please specifytype: | O |0 |O| O (O (0O 0O O
32. Outside porch lift aooo|o|jo|ojo|o
33. Elevator Oo/o|oojoojo|a
34. Van lift Ogo|o|ojoyo|jo|ad
35. Respirator O|o/oojo/o|o|ad
36. Chest percussor O|o/ojo/o|oyo)|o
37. Suction machine Oo|(o(o|g|o|o|o|O
38. Computer O|Oo|jog|oyao(go|d
39. Environmental control system O|o|ojo|o|jo|o|o
40. Device to signal for help, Ooooo/o|o|ao
eg. Protect-alert

41. Communication device O|o|jog|o|/ojo|o
42. Other equipment, please specify

Oo|o|jojo|jo;o|o|d

Oo|oo|jgo|o|jo|ad

o|lo|g|jo(o(o|o|d

o I I A o

2. IS OBTAINING EQUIPMENT DIFFICULT? (check box)

1.

2.
3.

Yes [, Please explain why.

No O

| don’t know.
| have not needed any equipment.

O



3.
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IS IT DIFFICULT TO ARRANGE FOR REPAIRS TO YOUR
EQUIPMENT? (check box)
1. Yes L, Please explain why.
2. No O
3. Not applicable. O
| do not have equipment.
HAVE YOU EVER REQUESTED FINANCIAL ASSISTANCE FOR
EQUIPMENT FROM THE MUSCULAR DYSTROPHY ASSOCIATION
OF CANADA? (check box)
1. Yes O PLEASE GO TO QUESTION # 6.
2. No O
WHY HAVE YOU NOT REQUESTED EQUIPMENT FROM THE
MUSCULAR DYSTROPHY ASSOCIATION OF CANADA?
(check boxes)
1. | was not aware of this program. O
2. | have received all of my equipment from other sources. [
3. Other [, Please specify reason:
HAVE YOU RECEIVED ANY EQUIPMENT THROUGH FUNDING

FROM GOVERNMENT PROGRAMS? (check boxes)

1. Yes O
2. No O

PLEASE PROCEED TO SECTION VII ON PAGE # 19.
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7. PLEASE INDICATE HOW SATISFIED YOU WERE WITH THE FOLLOWING ASPECTS OF

THE GOVERNMENT EQUIPMENT PROGRAM. (check boxes)

o é‘&o |
Lo N 1
. @O Q&O &\‘-’:Q& \‘_997' '
< < P «° &
<® o & N\ &
gv' 4 &‘?‘o\% ) 4 AT
& & SR & K
& &~ S 0 $GP
1. The range of equipment available. O O O O O
2. The assessment process to determine your
need for equipment. O O O O O
3. The servicing of equipment O O O O O
4. The length of time before you become
eligible for replacement of equipment. O N O O O
5. Other, please specify:
O O O O
O O O O O
O O O | O
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SECTION VIi: NEED FOR EMOTIONAL SUPPORT

The questions in this section are about how you and your family manage and what your most pressing
needs are.

1. WHOMDOYOU AND/OR YOURFAMILY TURNTO,WHENYOUHAVE
TROUBLE MANAGING OR COPING? (check boxes)

1. Friends O
2. Other relatives O
3. A-social worker O
4. A doctor O
5. A psychologist , O
6.. A marriage or family counselior O
7. Other people with the same condition and their families O
8. - Clergy O
9. Staff of The Muscular Dystrophy Association of Canada - O
10. We deal with it on our own. O
11. Other L], Piease specify:

2. ARE YOU INVOLVED WITH ANY CLIENT, PARENT, OR FAMILY
SUPPORT GROUPS? (check box)

1. Yes [J, Please specify:

2. No O
3. WOULDBEINTERESTED INATTENDING GROUP MEETINGS THAT
FOCUSED ON: (check boxes) YES NO
1. Social and recreational events with other
clients and their families O O

2. Information sessions regarding Muscular
Dystrophy and other Neuromuscular
Conditions O O

3. Support meetings with a professional to
guide discussion on feelings and
problems O ]

4. Other [, Please specify:
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4. HOW WOULD YOU RATE THE IMPORTANCE OF EACH OF THE FOLLOWING AS
PRESSING NEEDS FOR YOU AND YOUR FAMILY? (check boxes)

o4 0
/\\g “‘é,
< W
& o
1. Family respite (relief) care O O O O
2. Specialized daycare facilities for children
and adults O O O O
3. Subsidies for attendant care O O O O
4. Subsidies for family members to be
paid as attendants O O O O
5. Better coordination of existing
health and social services O O O O
6. Improved accessible transportation
systems for the disabled O O O O
7. Universal accessibility of public buildings O O O O
8. A network of parent or client support groups O O O O
9. Someone to represent the concerns of the '
disabled to government O O O O
10. Regular visits by a professional knowledgeable
about neuromuscular disorders O O O O
11. Someone to coordinate hospital
and home care programs | O [l O
12. A buddy system with clients and
families to share problems O O O O
13. More funding for home modifications O O | O
14. More funding for equipment O O O O
15. Death and grieving counselling O |:| O O
16. More social and recreational opportunities
designed for the disabled O O O O
17. Improved educational and job training O O O O
18. Improved job opportunities for the disabled O O O 0
19. Better public attitudes towards disabled people O O O O
20. More accessible housing options O O O O
21. Someone to educate employers about
workplace accessibility O O O O
22. Someone to educate teachers about the
abilities of children with neuromuscular
disorders O O O O
23. Someone to be liason between the client
and the school or workplace O O O O

# 4 Continued on next page . . .
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# 4 Continued from previous page /
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24. Expansion of genetic counselling services O O O O

25. Other, please specify:

O O a O
O O O O
O O O O

5. WHICH OF THE 25 ITEMS FROM THE PREVIOUS PAGE
(QUESTION # 4) ARE YOUR THREE MOST PRESSING
NEEDS? RANK THEM FROM 1 (HIGHEST) TO 3 (LOWEST).

Please record the number of your choice 1.

2.

3.

6. FOR EACH OF THE NEEDS YOU HAVE IDENTIFIED IN
QUESTION # 5, PLEASE DESCRIBE WHY THESE ARE NEEDS
FOR YOU AND YOUR FAMILY.




22

SECTION VIII: COMPLETING THE QUESTIONNAIRE

Please use the space below to elaborate on any additional needs or concerns you or your family have
that you would like to bring to our attention.

THANK YOU FOR YOUR HELP IN COMPLETING THIS QUESTIONNAIRE.

PLEASE RETURN THIS QUESTIONNAIRE TO THE MUSCULAR DYSTROPHY
ASSOCIATION OF CANADA IN THE ENVELOPE PROVIDED.
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Appendix 3

Agency Survey Form

THE MUSCULAR DYSTROPHY ASSOCIATION OF CANADA

AGENCY NEEDS ASSESSMENT SURVEY

NAME OF ORGANIZATION:

CONTACT PERSON:

ADDRESS:

TELEPHONE NUMBER:

DATE ¢

1. TYPES/RANGE OF SERVICES PROVIDED:

2. ELIGIBILITY FOR SERVICE:

AGE

SEX

FINANCIAL (ie. NEEDS TEST)

GEOGRAPHIC CATCHMENT AREA

TARGET POPULATION



SERVICE PROVIDERS:

TRAINING/CREDENTIALS

NUMBER OF STAFF

AVERAGE CASELOAD PER STAFF MEMBER

TREATMENT MODALITIES PROVIDED

CONTINUING EDUCATION OPPORTUNITIES FOR STAFF

FINANCIAL CHARACTERISTICS:

CHARGE FOR SERVICE:

FEE SCHEDULE

ELIGIBILITY FOR THIRD PARTY REIMBURSEMENT

SLIDING SCALE PROVISIONS

AGENCY FUNDING SOURCES:

GOVERNMENT FUNDING

PRIVATE FUNDING

CHARITABLE FUNDING

OTHER FUNDING

151.



ACCESSIBILITY, AVAILABILITY AND AWARENESS OF SERVICES:

LOCATION OF FACILITY

TRANSPORTATION SERVICES TO FACILITY

INTAKE PROCEDURE:

AMOUNT OF INFORMATION REQUIRED

HOURS OF SERVICE

PUBLICITY OF AVAILABLE SERVICES

REFERRALS:

NUMBER (within standardized time frame)

SOURCE

REASONS

GEOGRAPHIC ORIGIN OF REFERRING AGENTS

GEOGRAPHIC ORIGIN OF CLIENTS REFERRED

TEMPORAL PATTERNS OF REFERRALS

152.



10.

11.

CLIENTS ACCEPTED FOR SERVICE: 153.

NUMBER (within specified time frame)

DIAGNOSES

SOCIODEMOGRAPHIC CHARACTERISTICS (age, sex,
economic status)

REFUSALS (why service refused)

WAITING LIST:

NUMBER ON WAITING LIST

REASONS FOR WAITING LIST

PROPORTION OF THOSE ON LIST WHO NEVER RECEIVE SERVICE
REFERRALS INITIATED:

REFERRALS MADE TO OTHER AGENCIES

PROBLEMS MAKING REFERRALS (ie. transportation,
finances, language, cultural barriers, accessibility)

PROBLEM AREAS:

PROBLEM AREAS THOUGHT TO BE OF HIGHEST PRIORITY

SERVICES INCREASING IN DEMAND

OTHER INFORMATION:




Appendix 4
Individual Assessment Form

SURVEY OF THE NEEDS OF PEOPLE WITH MUSCULAR DYSTROPHY

AND RELATED NEUROMUSCULAR DISORDERS

INDIVIDUAL ASSESSMENT FORM

INTERVIEW DATE:

NAME OF REGISTERED CLIENT:

DIAGNOSIS ON MDAC REGISTRY:

DATE OF BIRTH ON REGISTRY: AGE:

NAME/RELATIONSHIP OF OTHERS PRESENT AT INTERVIEW:

4.

WHAT IS YOUR DIAGNOSIS?

WHAT DO YOU KNOW ABOUT YOUR DISORDER?

WHAT WAS THE SCENARIO LEADING TO YOUR DIAGNOSIS? (EG.
WHEN WERE DEVELOPMENTAL MILESTONES ACHIEVED?, WHAT
SPECIALISTS WERE SEEN?, DID YOU HAVE AN EMG?, A
BIOPSY?, WHAT WERE YOUR MAJOR DIFFICULTIES?, ETC.)

———————————————————— — — T — T — T — —— ———— —————— —————————————— —t——
————————————— ——————————————_——————— —————— ———————— —— ———— —{—
—— - ————— . ——— —— —————— T ———— ————————————————————————————

—— —— —————————————— -, ————————————————————————— —t—————— - ——

WHERE DID YOU/DO YOU GET INFORMATION ABOUT YOUR
DISORDER?

154,



10.

11.

HAVE YOU OR YOUR FAMILY RECEIVED ANY GENETIC 155
COUNSELLING?; WHEN?; WHERE?; FROM WHOM? )

WHAT MEDICAL FOLLOW-UP DO YOU RECEIVE IN THE
COMMUNITY? (EG. GP, THERAPISTS, RN, ATTENDANT, ETC.)

DO YOU ATTEND A NEUROMUSCULAR CLINIC?; WHERE?; HOW
OFTEN? .

WHY DO YOU ATTEND CLINIC?

IN WHAT WAYS HAS THE CLINIC BEEN HELPFUL?

IN WHAT WAYS COULD THE CLINIC HAVE BEEN MORE HELPFUL?

MORE TIME TO ASK QUESTIONS Y/N
MORE TIME WITH STAFF Y/N
MORE FREQUENT VISITS Y/N
LESS FREQUENT VISITS Y/N
BETTER FOLLOW-UP IN THE COMMUNITY Y/N
BETTER TRANSPORTATION TO CLINIC Y/N
OTHER:

WAS IT PRACTICAL TO FOLLOW THROUGH AT HOME ON THE
ADVICE GIVEN BY THE STAFF MEMBERS OF THE CLINIC?

YES

NO, WHY?:




12,

13.

14,

15.

16.

17.

VIGNOS STAGE OF MUSCULAR DYSTROPHY (ASSESSED BY OT)

STAGE #: - DESCRIPTION:

DO YOU CONSIDER THE FOLLOWING TO BE DIFFICULTIES FOR
YOU?

CLIENT'S OT'S
PERCEPTION
IMPAIRED AMBULATION Y/N Y/N
MUSCULAR WEAKNESS SHOULDER GIRDLE Y/N Y/N
MUSCULAR WEAKNESS HIPS AND PELVIS Y/N Y/N
POOR HAND FUNCTION A Y/N Y/N
POSTURE Y/N Y/N
RESTRICTED ENERGY AND PHYSICAL Y/N Y/N
TOLERANCE (COMPARED TO 1 YR. AGO)
SKIN BREAKDOWN Y/N Y/N
RESPIRATORY PROBLEMS / SHORTNESS OF Y/N Y/N
BREATH
SWELLING Y/N Y/N
PAIN Y/N Y/N
WHERE?
DO YOU REQUIRE HELP WITH DRESSING? Y/N

WHO HELPS YOU?

DO YOU REQUIRE HELP MOVING FROM YOUR BED TO A CHAIR
OR YOUR WHEELCHAIR? Y/N
WHO HELPS YOU?

IF YOU ANSWERED "YES" TO #11, PLEASE DESCRIBE YOUR
TRANSFERS OR DEMONSTRATE A TRANSFER TO ME.

DO YOU REQUIRE HELP GETTING IN AND OUT OF THE
BATHTUB? Y/N
WHO HELPS YOU?
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19.

20.

21.

22.

157.

IF YOU ANSWERED "YES" TO # 13, PLEASE DESCRIBE YOUR
TUB TRANSFERS OR DEMONSTRATE A TRANSFER TO ME.

WHAT IS THE IMPACT ON YOUR FAMILY OF HAVING TO HELP
YOU WITH YOUR DAILY LIVING TASKS? IS IT HARD ON THEM
PHYSICALLY? EMOTIONALLY?

CLIENT'S PERCEPTION:

OT'S PERCEPTION:

DO YOU THINK YOU WILL NEED MORE OR LESS HELP IN THE
NEXT 5 YEARS?

CLIENT'S PERCEPTION: MORE/LESS
OT'S PERCEPTION: MORE/LESS

HAVE YOU EXPERIENCED ANY DIFFICULTIES GETTING MEDICAL
EQUIPMENT? GETTING EQUIPMENT REPAIRED? REPLACED?

DO YOU CONSIDER ANY OF THE FOLLOWING TO BE
DIFFICULTIES FOR YOU?

CLIENT'S OT'Ss
PERCEPTION

RESTRICTED AMBULATION Y/N Y/N
STAIRS Y/N Y/N
USING PUBLIC TRANSPORTATION Y/N Y/N
TRANSFERS Y/N Y/N
LOW ENERGY LEVEL Y/N Y/N
ACCESS TO COMMUNITY FACILITIES Y/N Y/N

LACK OF FAMILY SUPPORT Y/N Y/N



23.

24.

25.

26.

27.

28.

29.

158.
DO YOU EVER FEEL FRUSTRATED AS A RESULT OF THE
LIMITATIONS IMPOSED BY YOUR DISABILITY? Y/N

HOW DO YOU DEAL WITH THESE FEELINGS?

DO YOUR FAMILY OR CAREGIVERS EVER FEEL OVERWHELMED OR
FRUSTRATED BY THE CONSTANT NEED TO HELP YOU?

CLIENT'S PERCEPTION: Y/N
FAMILY'S/CAREGIVERS' PERCEPTION: Y/N

OT'S PERCEPTION: Y/N

HOW DO THEY DEAL WITH THESE FEELINGS?

DO YOU OR YOUR FAMILY FEEL ISOLATED FROM OTHER
PEOPLE? EG. UNABLE TO PARTICIPATE IN SOCIAL
ACTIVITIES DUE TO ACCESSIBILITY FOR A WHEELCHAIR, THE
ROUTINE IMPOSED BY YOUR DISABILITY, INABILITY TO GET
KNOWLEDGEABLE BABYSITTERS, ETC.)

WHAT RECREATIONAL ACTIVITIES DO YOU PARTICIPATE IN
OUTSIDE OF THE HOME? YOUR FAMILY?

WOULD YOU BE INTERESTED IN MEETING OTHER CLIENTS WITH
THE SAME DISORDER TO COMPARE NOTES ABOUT COMMON
PROBLEMS AND SOLUTIONS?

YES, WHY?:

NO' WHY?:




30.

31.

32.

33.

34.
35.
36.

37.

WOULD YOU BE INTERESTED IN MEETING WITH A
KNOWLEDGABLE PERSON TO LEARN MORE ABOUT YOUR
DISORDER?

YES, INDIVIDUALLY OR WITH MY FAMILY

YES, WITH OTHER CLIENTS IN A WORKSHOP SESSION

NO

WOULD YOU FIND IT HELPFUL TO HAVE A KNOWLEGEABLE
PERSON WORKING IN YOUR PROVINCE AND AVAILABLE BY
TELEPHONE TO BE A RESOURCE ABOUT YOUR DISORDER, YOUR
EQUIPMENT NEEDS AND TO TALK ABOUT ANY DIFFICULTIES
YOU MIGHT HAVE?

YES, GIVE AN EXAMPLE OF WHEN YOU MIGHT CONTACT THIS
PERSON: -

NO

HOW DO YOU DEAL WITH QUESTIONS ABOUT YOUR / YOUR
CHILD'S DISORDER?

THE NEXT SECTION APPLIES TO PEDIATRIC CLIENTS ONLY

(PARENTS OR OLDER CHILDREN MAY RESPOND)
IS YOUR SCHOOL FULLY WHEELCHAIR ACCESSIBLE?

Y/N, COMMENTS:

WHO HELPS YOU AT SCHOOL?

HOW DO YOU GET TO SCHOOL?

IS THE ACADEMIC PROGRAM SATISFACTORY? Y/N, COMMENTS:

DO THE SCHOOL STAFF KNOW ENOUGH ABOUT MUSCULAR
DYSTROPHY AND YOUR SPECIAL NEEDS? Y/N
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38.

39.
40.
41.

42.

43.

44,

45.

HOW DOES THE SCHOOL VIEW YOUR PROBLEMS?

EASY / MANAGEABLE / DIFFICULT / OTHER:

DO YOU HAVE FRIENDS AT SCHOOL? Y/N
DO FRIENDS COME TO VISIT YOU AT HOME? Y/N
DO YOU VISIT FRIENDS IN THEIR HOMES? Y/N
HAS THE EXTRA TIME SPENT WITH YOUR DISABLED CHILD

AFFECTED YOUR RELATIONSHIP WITH YOUR OTHER CHILDREN?
PLEASE EXPLAIN:

THE NEXT SECTION APPLIES TO ADULT CLIENTS ONLY

ARE YOU PRESENTLY WORKING? Y/N

IF YOU ANSWERED "YES" TO #43,
ARE YOU SATISFIED WITH YOUR WORK? Y/N

IS YOUR WORKPLACE ACCESSIBLE? Y/N

WHO HELPS YOU AT WORK, IF YOU NEED ASSISTANCE?

WHAT MEANS OF TRANSPORTATION DO YOU USE TO GET
TO WORK?

DOES YOUR EMPLOYER KNOW ENOUGH ABOUT MUSCULAR
DYSTROPHY AND YOUR SPECIAL NEEDS? Y/N

IF YOU ARE NOT WORKING, COULD YOU PLEASE EXPLAIN WHY?
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46.

47.

161.
THE NEXT SECTION APPLIES TO ALL CLIENTS

PLEASE DESCRIBE YOUR MOST PRESSING NEEDS, YOUR
BIGGEST PROBLEMS AND YOUR GREATEST BARRIERS.

CLIENT'S PERCEPTION:

P e g

OT'S PERCEPTION: - -

. e . st - e s

DO YOU HAVE ANY OTHER ISSUES THAT YOU WOULD LIKE TO
BRING TO MY ATTENTION OR ANY QUESTIONS?

———— i - - — — - — - . - ——




Appendix 5

Letter Confirming Appointments with Key Informants of Agency Survey

December 29, 1986.

Dear

The intent of this letter is twofold: firstly, I would
like to thank you for agreeing to meet with me on January

r 1987 at ; secondly, I would like to briefly
review the purpose of the needs assessment research
project presently being wundertaken by The Muscular
Dystrophy Association of Canada and the reason why input
from government, health-care and voluntary agency
representatives is being sought.

The Muscular Dystrophy Association of Canada 1is a
national, voluntary, health-care organization. The goals
of the Association are to provide medical and supportive
services to clients with neuromuscular disorders and to
finance medical research into the causes and the
treatments for muscular dystrophy and over 40 related
neuromuscular disorders. In order to gain information
about the total needs of clients with neuromuscular
disorders and their families a research project is
presently underway in the Prairie provinces of Manitoba
and Saskatchewan. The information gained from this study
will be wused by the Association to plan for the
development of services and programs specifically tailored
to clients living in Manitoba and Saskatchewan.

The Muscular Dystrophy Association of Canada presently
provides only very limited services to registered clients
in the Prairies. This study will develop a strategy to
address the unmet needs identified by clients, themselves,
in their responses to mailed surveys, by professionals
in their assessments of client needs, by interviews with
service providers, by analysis of resources available to
clients, and via public meetings with clients.
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The survey to be mailed to registered clients is currently
in the draft stage and is being tested and revised for
distribution in late January. Individual assessments will
be arranged with a small sample of clients once the
completed surveys have been returned. Interviews
with service providers and agency representatives, such as
yourself, are presently being conducted in order to
determine what services are currently available to our
clients, what services are being accessed by our clients,
and what is the relationship between our organization and
these other programs.

Once again I would like to thank you for taking time from
your busy schedule to meet with me. I have enclosed some
additional reading material about the study and The
Muscular Dystrophy Association of Canada, should you care
to review this prior to our meeting. I am looking forward
to our meeting and sharing information about our
respective programs and services.

Sincerely,

Lena N. Cuthbertson, BHSc. O0.T.; Dip. O.T.
Personal Support Services Department
Epidemiology Research Coordinator

LNC/
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Appendix 6

Instruction Letter to Pilot Testers 164.
L'ASSOCIATION CANADIENNEDE LA DYSTROPHIE MUSCULAIRE
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Thank you for agreeing to participate in an evaluation of a survey type
questionnaire that is being developed to help The Muscular Dystrophy
Association of Canada gain knowledge about the needs of clients with
neuromuscular disorders throughout Canada. The survey in its present

form is a draft. With your help the survey will be tested. It will then

be revised for distribution to clients in Manitoba and Saskatchewan.

Based on the results of the Prairies trial, the survey will again be revised
for distribution to other regions across Canada.

Your help is required at this stage to assist us in evaluating the questionnaire
and in deciding if each of the questions is measuring what it is intended to
measure. We want your comments and general impressions on everything from the
cover letter, to the specific questions, the format, the sequence, and the
instructions.

Please read through the questionnaire and attempt to answer all the questions.
When reading and answering questions, please keep the following checklist in
mind:

are the instructions clearly worded?

are the questions clearly worded?

are any of the words objectionable?

how do you feel about the Tength of the survey?

is sufficient space provided to answer all questions?
is the order of items/sections satisfactory?

does the questionnaire and cover letter motivate you to
complete the survey?

NOORwNo
P T T
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Her Excellency the Right Honourable Jeanne Souvé, P.C., C.C., CM.M., C.D., Governor General of Canada
Son Excellence la trés honorable Jeanne Sauvé, C.P., C.C., CM.M., C.D., Gouverneur général du Canada

National Office (#0043307-11-13) Siege Social
150 Eglinton Avenue East, Suite 400, Toronto, Ontario M4P 1E8 Tel. (416) 488-0030
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Your comments can be noted directly on the survey and/or on a separate
sheet of paper. When completed please return the questionnaire and
your comments in the envelope provided by January 6, 1987.

Once again, thank you for your help in testing the enclosed questionnaire.
Your help at this busy time of year is especially appreciated.

Sincerely,

Lena N. Cuthbertson, Dip.0.T.; BHSc.0.T.
Personal Support Services Department
Epidemiology Research Co-ordinator
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Appendix 7

Letter to Parents Regarding Individual Assessments at The Rehabilitation Centre for Children
L'ASSOCIATION CANADIENNE DE LA DYSTROPHIE MUSCULAIRE Winnipeg

& 166.
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May 21, 1987 °o F A N A D &

Dear Parent:

The MUSCULAR DYSTROPHY ASSOCIATION OF CANADA provides services to persons
with neuromuscular disorders throughout Canada. In Manitoba our services
have overlapped with government funded services, such as The Society for
Manitobans, Wheelchair Services program. The Muscular Dystrophy Association
of Canada has, therefore, provided only limited services to our registered
clients who live in Manitoba. We do recognize, however, that you and your
child may still have needs that are not being met. For this reason The
Muscular Dystrophy Association of Canada has undertaken a research project
to study your needs. The information gained from this study will be used
by The Association to plan services for our clients and their families, who
live in Manitoba.

The first part of the research project involves a questionnaire that will

be sent to all our clients registered in Manitoba. You have probably al-

ready received this questionnaire in the mail. The second part of our

research project involves meeting with a small number of our clients to

confirm the results of the questionnaire. The staff of The Rehabilitation

Centre for Children in Winnipeg have kindly agreed to allow me to hold these
meetings during their June 2nd, 1987 Muscular Dystrophy Clinic. As you and

your child are scheduled to attend this clinic, Mrs. Olga Honeybun has offered

to schedule about 30 to 45 minutes of time during this clinic for me to meet

with you. I am interested in hearing your views about the needs of your child and
your family and any suggestions you may have for meeting these needs. Your
involvement will ensure that your views are included in the final results of our
research. All personal information will, of course, be kept in strict confidence.

Please contact Mrs. Olga Honeybun at The Rehabilitation Centre for Children at
452-4311, should you be unable to attend this clinic. If you have any questions
about the session with me, please call collect at 604-732-8799.

I Took forward to meeting with you on June 2nd.

Sincerely,

Lena N. Cuthbertson
Client Services Research Coordinatorpgtron

Her Excellency the Right Honourable Jeanne Sauvé, P.C., C.C., CM.M., C.D., Governor General of Canada
Son Excellence la trés honorable Jeanne Sauvé, C.P., C.C., C.M.M., C.D., Gouverneur général du Canada

Prairie Office (#0043307-11-13) Bureau des provinces des Prairies
400 Tache Avenue, Suite 306, Winnipeg, Manitoba R2H 3C3 Tel. (204) 233-0022



Appendix 8

Letter to Parents Regarding Individual Assessments at The Children's
Rehabilitation Centre, Saskatoon 167.
April 13, 1987

Dear Parent:

The MUSCULAR DYSTROPHY ASSOCIATION OF CANADA provides
services to persons with neuromuscular disorders throughout
Canada. In Saskatchewan our services have overlapped with
government services, such as the SAIL equipment program. The
MUSCULAR DYSTROPHY ASSOCIATION OF CANADA has, therefore, pro-
vided only limited services to our registered clients who live
in Saskatchewan. We do recognize, however, that you and your
child may still have needs that are not being met. For this
reason The MUSCULAR DYSTROPHY ASSOCIATION OF CANADA has under-
taken a research project to study your needs. The information
gained from this study will be used by The Association to plan
services for our clients and their families, who live in
Saskatchewan.

The first part of the research project involves a question-
naire that will be sent to all our clients registered in Sask-
atchewan. You will receive this questionnaire in the mail within
the next two weeks. The second part of our research project in-
volves meeting with a small number of our clients to confirm the
results of the questionnaire. The staff of The Children's
Rehabilitation Centre in Saskatoon have kindly agreed to allow
me to hold these meetings during their May 11th, 1987 Muscular
Dystrophy Clinic. As you and your child are scheduled to attend
this clinic, Mrs. Mardell Wolfrom has offered to allow me to
meet with you for about 30 to 45 minutes in lieu of your regularly
scheduled social work session with her. I am interested in hear-
ing your views about the needs of your child and your family and
any suggestions you may have for meeting these needs. Your in-
volvement will ensure that your views are included in the final
results of our research, All personal information will, of
course, be kept in strict confidence.

Please contact Mrs. Mardell Wolfrom at The Children's
Rehabilitation Centre at 966-1257, should you be unable to attend
this clinic. If you have any questions about the session with me,
please call collect at 604-732-8799.

I Took forward to meeting with you on May 1lth.

Sincerely,
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May 26, 1987

Dear Client,

Last month a questionnaire was sent to you. This questionnaire was
developed to gather information about the needs of people, like you, living
in Manitoba or Saskatchewan, who have Muscular Dystrophy or one of the re-
lated neuromuscular disorders. So far about 50% of these questionnaires
have been returned to us.

If you have already returned the questionnaire, then let me take this
opportunity to thank you for your input. If, however, you have not yet
returned the questionnaire, please consider the loss of important information
that you and your family will not have contributed towards helping to shape
the direction of services to be offered in your province by THE MUSCULAR
DYSTROPHY ASSOCIATION OF CANADA.

Luckily, the schedule for this project will allow us to use the information
from all questionnaires returned to us before June 19th, 1987. So --- if you
have not yet completed the questionnaire, we encourage you to please do so as
soon as possible. You may contact me at (604) 732-8799 (collect), if you have
any questions or concerns.

Please remember your input is the key to ensuring that the views of you and
your family are included in our final results. THE MUSCULAR DYSTROPHY ASSOCIATION
OF CANADA is committed to improving services in your province, but we can't do it
without your help. Remember -- "One step at a time, TOGETHER we can make it!".

Sincerely,

Lena N. buthbertson
Client Services Research Coordinator



Appendix 10
Problem Lists Generated from Agency Surveys in Manitoba

PROBLEM LISTS GENERATED FROM AGENCY CONTACTS IN MANITOBA

1.

10.

11.

12.

13.

14.

15.

O0.T/P.T. in the community are generalists with no
pediatric experience

0.T./P.T./S.T. not readily available; if available
lack confidence and expertise in pediatrics

inconsistent service provision in rural areas

majority of therapists working in the community have
adult and geriatric experience with no pediatric
0.T/P.T./S.T. training

services for disabled adolescents are lacking
avocational programming is lacking
accessible and low cost housing is lacking

technical aids -- lifts,; environmental controls,
computers —-— are not available

leisure transportation services for disabled clients
13 to 18 years of age are not available

waiting for equipment has been frustrating for parents

parents of older children are resistant to joining or
forming support groups, but are the clients in most
need of such psychosocial support

social workers have been unsuccessful in bringing
together parents of Duchenne Muscular Dystrophy kids
due to small numbers and distribution over large areas

financial restraint limits the expansion of a
government funded universal equipment program to
include all items needed by the disabled

workload for equipment repair staff of the government
equipment program is too heavy

inability to supply different models and high
technology wheelchairs due to limited nature of the
universal equipment program (limited number of
dollars)
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16.

]—7O

i8.

19.

20.

21.

22.

23.

249

25.

26.

27.

28.

29,
30.

170.
requests for wheelchair products other than the
Everest & Jennings models supplied through the
universal equipment program

difficulty to access specialty clinicians
({psychologists, 0.T.y P.T., S.T.) in isolated rural
and northern areas of the province

specialized services and technical expertise is
lacking outside of Winnipeg in the provision and
maintenance of respirators, environmental control
units, etc.

services for young adults ( who do not want services
as developed for the elderly) are lacking

lack of back-up services, such as respite; this lack
places tremendous emotional and physical strain and
responsibility on family and primary caregivers who
enable disabled clients to live in the community

delivery of medical service in the community is
subject to limitations in service, such as home care
nurses who are not available during the night,
weekends,; etc.

insufficient funds to maintain adequate staffing
levels, resulting in delays and reduced service

clients with increasingly complex medical problems are
being referred for care in the community

adult clients are frustrated with medical services and
provision of equipment

no central coordination of services, information and
education exists

adult clients are not attending clinics as no
neuromuscular specialty service with experienced staff exists

clients reaching 16 to 18 years of age are not being
referred from pediatric settings to the adult
rehabilitation centre due to lack of coordinated
services and expertise with neuromuscular disorders

public attitudes towards the disabled in the workplace
are incorrect and restrict access of the disabled to
gainful employment

specialty services are limited to Winnipeg and Brandon

service providers create needs and thereby create
their own jobs



171.
31. medical and technical aspects of clients with
neuromuscular disorders are well cared for, but family
coping is very poor

32. need for patient and parent self-help
33. funding needed for home modifications

34. funding needed for adapted transportation for the
disabled

35. funding needed to assist with attendance at clinic to
compensate for parental lost wages

36. acceptance of diagnosis

37. working parents have no time or money (lost time at
work) to attend appointments

38. peer relationships of children with neuromuscular
disorders are poor; children need counselling and groups

39. equipment is available for clients in the home
setting, but not in acute care hospitals

40, shortage of 0.T./P.T. manpower to serve the special
program needs of disabled children

41. bureaucratic system of professionals meets needs of
professionals, rather than the needs of the special
children and their families

42, programs provided to disabled children in the school
are educational programs, but not necessarily
"appropriate" educational programs

43, clients need help in sorting out avenues to approach
the complex system of the school board

44. large geographic area of Manitoba and manpower
shortages of clinicians (therapists, educational
consultants, psychologists, etc.) dictates a
consultative, rather than a direct service model

45. personal and family counselling is being done by
unqualified workers (vocational rehabilitation
counsellors) because no other resources are available

46. adult services of The Society for Manitobans with
Disabilities has a mandate that only deals with
employment; no other needs of disabled adults are
addressed



47.

48.

49.

50.

51.

52,

53.

54.

there is a lack of transportation and attendant care
services during and after the pre-vocationional
training phase

vocational rehabilitation is more successful in urban
than in rural areas when clients won't or can't
relocate

attendant care services vary across the province;
clients experience great difficulty accessing
services in remote areas

dependency of disabled persons on professionals;
failure to assume responsibility to direct own care
plan; professionals encourage dependency

lack of choice in equipment needs; only certain
products are available from the provincial universal
equipment program

equipment provision and selection requires
professional input (assessment and prescription);
disabled clients are not permitted to make their own
choices or identify their own needs

need for self-directed attendant care

lack of appropriate housing to meet the needs of the
disabled
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Appendix 11
Problem Lists Generated from Agency Surveys in Saskatchewan

PROBLEM LISTS GENERATED FROM AGENCY CONTACTS IN
SASKATCHEWAN

equipment choices are limited to models and products
purchased by bulk tender

there are long delays in providing specialty
equipment

there are delays of up to several months in providing
power wheelchairs

equipment can only be replaced, when it can no longer
be repaired

power wheelchairs must be shipped by truck (buses
will not carry power chairs and batteries) to the
SAIL repair depot; in remote areas trucking
companies travel to Saskatoon or Regina not more than
once per week or once every two weeks

the teen, young adult and adult programs of the
Saskatchewan Abilities Council are unable to serve
rural and even satellite towns greater than 10 miles
outside of Saskatoon or Regina; this 1limits the
avocational programs available to these clients

programs receive funding to carry out assessments,
but not to provide the assistive devices determined
via the assessment to be needed (eg. technical aids
such as computers and environmental control units)

the technology of equipment, such as mobility devices
and technical aids, changes rapidly; there is a
dilemma concerning who should fund what, when and
whether all available options have been considered

there is a lack of funding for staff and equipment:
ie. voluntary and government funds are more
frequently given for the construction of new and
fancy buildings, but no consideration is given for
the funds required to adequately staff these
buildings and to provided the equipment necessary to
do the work

there is a lack of rehabilitation manpower in
Saskatchewan -- 0.T., P.T.;, S.T.
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11.

12.

13.

140

159

l6.

17.
18.

19.

20.

21.

22,

23.

24.

vocational rehabilitation programs are only
successful, if rural and Northern Saskatchewan
clients relocate to Saskatoon or Regina for training
and ultimate work

the Saskatchewan Abilities Council branch in
Saskatoon is the only provider of adapted seating in
the entire province; all clients living outside of
Saskatoon must travel to this centre several times
for measurements, fittings and alterations of
custom-seating inserts

SAIL does not provide funding for the transportation
costs of clients who must travel within the province
for medical attention

there is a need for an information and resource
centre for equipment and technical aids in
Saskatchewan

there is a need for an assessment centre for
equipment and technical aids in Saskatchewan

there is a need for a training centre for equipment
and technical aids in Saskatchewan

accessibility
transportation for the physically disabled

the training allowance for disabled clients involved
in vocational rehabilitiation is approximately $75.00
per month; hence, there is little incentive to work

there are a lack of employment opportunities for the
disabled, in part due to the current employment
situation in Canada and in part due to the negative
attitudes of employers towards the physically
disabled

poverty of the disabled; this is due to inadequate
income maintenance

gaps in the "system"” render disabled people
ineligible for services which should be a basic
right, eg. transportation services equal to those
which able-bodied persons can access

the special needs and added costs encurred by the
disabled are not reflected in disability allowances,
eg. disabled people have the same flat rate as other
people in receipt of social assistance, but disabled
people have higher costs due to their special needs)

SAIL does not provide all the equipment needed by the
disabled

174.



25,

26.

27.
28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

Muscular Dystrophy clients do not qualify for the
Para Program

the majority of disabled persons move to larger
centres to have access to medical services and jobs

non-accessible housing

provincial legislation still does not reflect the
needs of disabled people, eg. new supermailboxes are
not accessible to the disabled

medical and allied health service referrals cannot be
made by paraprofessionals, only by physicians

according to the definition of eligibility of the
Para Program, Muscular Dystrophy clients are not
eligible for funding for wheelchair van lifts, ramps
or electric lifts, hand controls for motor vehicles,
etc.

provinicial 1legislation discriminates against the
disabled, eg. the rules of the Para Program are
legislation, not policy

transportation costs to medical appointments are only
available to social service recipients

SAIL does not provide a public forum for policy
change; SAIL policies are based on recommendations
made by a committee composed only of medical
(physician) specialists

the vocational rehabilitation program relies on the
school system to provide career counselling to
disabled students; this is done satisfactorily in
city schools, but not in rural schools

attendant care services are available to
post-secondary school students or trainees only for
the duration of their study/training period; these
services terminate as soon as the study/training
period is completed

referrals to a rehabilitation centre must be
initiated by a community physician and be directed to
a rehab centre physician; community therapists
cannot refer to rehab centre therapists and
vice-versa

receipt of equipment funded by SAIL takes a very long
time

finding funding for equipment, if clients are not
eligible for the Para Program, is a great problem
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39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

51.

52.

53.

placement post-rehabilitation; some clients never
leave the rehab centre due to insufficient community
housing options and long-term care facilities

inadequate financial resources exist to develop
educational programs for disabled students

inadequate financial —resources exist to develop
educational programs for teachers of disabled
students

even if enough money existed for programs for the
disabled, it would still not be possible to recruit
the specialty clinicians (eg. therapists,
psychologists, etc.) needed to staff these programs

a dilemma exists about when to recommend technical
aids -- need vs. want vs. cobsoclecence

inability to recruit community-based therapists
(O.T. and P.T.)

there is a critical shortage of 0.T.'s in
Saskatchewan (current ratio of 0.T.:P.T. is 1:5

community therapists are not involved with rural
schools

community therapists have virtually no skills in
pediatrics

clients are not referred to community therapists
post-discharge for follow-up and encounter
difficulties as a result of this

therapists cannot engage in a therapy program with a
client without a physician's referral

SAIL does not supply equipment to level 4 residents
in special care homes or hospitals

restrictions in dollars and manpower reduce
availability of attendant care services in the home

the home care program provides assistance for
families, but necessitates strong family commitment
to participation in the home program; it is not a
relief program, rather a support program

the fee schedule for home care homemaking and
personal care is $30 to $250 per month dependent on
income:; this is a burden or restriction to some
families
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55.
566

570

58.

the expansion of the home care program, although
needed by clients receiving care in their homes, is
not possible due to the financial 1limits of the
program

home care services limit acute care to urban centres
emotional support is needed for parents and clients

even exceptional parents and clients have difficulty
accepting the different stages of deterioration of a
neuromuscular disorder and require more support than
they currently receive from all sources

because Muscular Dystrophy clients do not have a
support group of their own, they often are invited to
attend heterogeneous support groups of parents or
clients with stable conditions; these groups do not
prove to be helpful, because the problems of MD
clients are much more intense as a result of the
constantly deteriorating nature of these conditions
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