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Disability questionnaire for Alternating hemiplegia of childhood
Instructions

In order to document the functional consequences of rare diseases and their impact on quality of life, Orphanet is indexing rare diseases with the terms of the International Classification of Functioning, Disability and Health – Children and Youth (ICF-CY, WHO 2007). This project is mandated by the French National Solidarity Fund for Autonomy (CNSA) as part of the National program on social and medico-social support for rare disabilities 2009-2013.

In this context, Orphanet wishes to describe the functioning and the disabilities of patients with rare diseases. Functioning is divided into activities, i.e. carrying out tasks or actions, and participation, the patient’s contribution in daily life. Disability therefore involves activity limitations or participation restrictions.

This questionnaire is restricted to the consequences of the disease on functioning and daily life. Clinical aspects (including fatigue, pain, impact of the disease on the patient’s psychological state) are recorded via other documents.

We would therefore appreciate it if you could reply to the list of questions that follow, or complete and correct the replies already given, concerning the daily functioning of patients with this disease.

The questionnaire covers 10 main topics numbered 1 to 10:

1 – Understanding and learning

2 – Communication

3 – Motor skills

4 – Self-care abilities

5 – Sleep

6 – Temperament and behaviour

7 – Moving around

8 – Interpersonal skills

9 – Daily activities: household chores, education, work, life management

10 – Social life.

For each topic,

- if the disease causes disability, select “Yes” and reply to the additional questions,

- if the disease does not cause disability, select “No” and proceed to the next topic.

As such, most diseases only require responses for a limited number of questions.

Upon selecting “Yes”, please elaborate by completing one or more of the columns on the right (permanent limitation, delay, transient limitation, loss of an ability) as per the instructions listed below.



When dealing with permanent limitations, select the degree of severity of this disability based on the average limitation of all patients (infants, children, adolescents, adults) receiving standard care and management (specific treatment, symptomatic treatment). Our goal is to record the general functional consequences of the disease. 

Please define the degree of severity of the limitation in one of the following categories:

“low” (5-24 %, limitation is low, activity or participation can be carried out with little difficulty by the patient alone),

“moderate” (25-49 %, limitation is moderate, activity or participation can be carried out alone and/or with some technical or human assistance),

“severe” (50-95 %, limitation is significant, the activity or participation cannot be carried out without substantial technical and/or human assistance),

“complete” (96-100 %, limitation is complete, the activity or participation cannot be carried out, even with technical and/or human assistance).

If the degree of limitation is difficult to quantify or highly variable between patients, please select “unspecified” (5-100 %).



When dealing exclusively with a delay in developing a skill or in the ability to participate in a routine daily situation, please do not indicate the degree of severity of the permanent limitation but rather the corresponding delay (minor, intermediate, significant, unspecified).



If there is both a permanent limitation AND a delay, indicate the degree of severity of each, the permanent limitation AND the degree of delay, separately.



When dealing with transient limitations (occurring during acute episodes, relapses, before an efficient treatment), indicate the degree of severity of the transient limitation.



Please also indicate the frequency of each limitation in the population suffering from the disease.

The frequency scale used is as follows: very frequent: more than 80%, frequent: between 30% and 80%, occasional: fewer than 30%.

When the degree of limitation varies between the sub-groups of patients, several degrees of severity and the corresponding frequencies can be given.



If there is a permanent limitation gradually developing over the course of the disease (loss of a skill that limits activities or restricts participation in daily life), as is the case, for example, in degenerative diseases, select "Yes" in the last column. Please indicate the most important degree of severity over the course of the disease in the “permanent limitation” column.


The last page of the questionnaire is related to environmental factors that may have an impact on the daily activities of the patients.

Indicate which of these factor should be addressed in order to best accommodate for the disability.



Please feel free to include additional information.

The Orphanet team thanks you for your active participation in the enhancement of our open-access European portal for information on rare diseases and orphan drugs, which is visited by 20 000 people per day.
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Functioning of patients with Alternating hemiplegia of childhood
	
	
	
	Permanent limitation
(activity limitation)

degree of severity
(L: low, M: moderate, S: severe, C: complete, U: unspecified)

frequency

(VF: very frequent: >80%,

F: frequent: 30-80%,

O: occasional: <30%)
	Delay in acquisition

of a skill 
degree of severity

(M: minor, I: intermediate, S: significant, U: unspecified)

frequency

(VF: very frequent: >80%,

F: frequent: 30-80%,

O: occasional: <30%)
	Transient limitation
(acute episodes, …)

degree of severity
(L: low, M: moderate, S: severe, C: complete, U: unspecified)

frequency

(VF: very frequent: >80%,

F: frequent: 30-80%,

O: occasional: <30%))
	Loss of an ability limiting the activity

(e.g. degenerative disease)

	
	Yes
	No
	
	
	
	Yes
	No

	examples:
	
	
	
	
	
	
	

	Are they impaired in their ability to receive a message?
	
	
	S (VF)
	
	C (F)
	
	

	Are they impaired in their ability to learn?
	
	
	M (VF), S (O)
	M (VF)
	
	
	

	1 – Are the patients affected in their abilities to understand and learn?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 2
	X
	
	L(O),M(VF),S(O)
	M(O),I(VF),S(O)
	L(O),M(VF),S(O)
	
	X

	Are they impaired in seeing/watching?
	
	X
	
	
	
	
	X

	Are they impaired in hearing/listening?
	
	X
	
	
	
	
	X

	Are they impaired in learning?
	X
	
	L(O),M(VF),S(O)
	M(O),I (VF),S(O)
	L(O),M(VF),S(O)
	
	X

	Do they have difficulties acquiring language (oral language/ sign language)?
	X
	
	L(O),M(VF),S(O)
	L(O), M(VF),S(O)
	S(VF)
	
	X

	Do they have difficulties learning to read (text/Braille)?
	X
	
	L(O),M(VF),S(O)
	M(VF), S (F)
	S(VF)
	
	X

	Do they have difficulties learning to write (text/Braille)?
	X
	
	L(O), M(VF),S (F)
	M(VF), S (F)
	S(VF)
	
	X

	Do they have difficulties learning to calculate?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Are they impaired in  applying knowledge?
	X
	
	L(O), M(VF), S (F)
	L(O), M(VF), S (F)
	S(VF)
	
	X

	Do they have difficulties reading (text/Braille)?
	X
	
	L(O), M(VF), S (F)
	L(O), M(VF), S (VF)
	S(VF)
	
	X

	Do they have difficulties writing (text/Braille)?
	X
	
	L(O), M(VF), S (F)
	M(VF), S (F)
	S(VF)
	
	X

	Do they have difficulties calculating?
	X
	
	M(VF),S (F)
	M(VF), S (F)
	S(VF)
	
	X

	Are they impaired with their cognitive abilities?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties focusing their attention?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties memorizing and retrieving?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties thinking and reasoning?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties making decisions/taking initiatives/finding solutions?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties maintaining their bearings?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties with temporal awareness?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties with spatial awareness?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	
	
	
	
	
	
	
	X

	2 – Are the patients affected in their abilities to communicate with others?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 3
	X
	
	
	
	
	
	X

	Are they impaired in receiving a message?
	X
	
	L(O) M(O)
	M(F), L(F)
	L(O)
	
	X

	Do they have difficulties receiving a spoken message?
	X
	
	L(O)
	M(F), L(F)
	L(O)
	
	X

	Do they have difficulties receiving a message in sign language?
	X
	
	L(O)
	M(F), L(F)
	L(F)
	
	X

	Do they have difficulties receiving a nonverbal message (gesture/symbol/drawing)?
	X
	
	L(O)
	L(F)
	L(F)
	
	X

	Do they have difficulties receiving a written message (text/ Braille)?
	X
	
	L(O), M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Are they impaired in producing a message?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties speaking?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties producing a message in sign language?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties producing a nonverbal message (gesture/symbol/drawing)?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties producing a written message (text/ Braille)?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Are they impaired in participating in a conversation?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Are they impaired in using a communication device (computer, phone, adapted or not)?
	X
	
	L(O) M(O)
	L(F)
	S(F)
	
	X

	
	
	
	
	
	
	
	

	3 – Are the patients affected in their motor skills?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 4
	X
	
	L(O), M(VF),S (F)
	L(O),M(VF),S (F)
	S(VF)
	
	X

	Are they impaired in changing their body position?
	X
	
	L(O), M(VF),S (F)
	L(O),M(VF),S (O)
	S(VF)
	
	X

	Do they have difficulties standing (from a sitting position)?
	X
	
	L(O), M(F),S (O)
	L(F),M (F),S (O)
	S(VF)
	
	X

	Do they have difficulties sitting?
	X
	
	L (O)
	L(O)
	S(VF)
	
	X

	Do they have difficulties bending?
	X
	
	L(O)
	L (O)
	S(VF)
	
	X

	Do they have difficulties transferring (moving their body by sliding without changing body position)?
	X
	
	L(O), M(VF),S (F)
	L(O), M(VF),S (O)
	S(VF)
	
	

	Are they impaired in maintaining their body position?
	X
	
	L(O), M(VF),S (F)
	L(O), M(VF),S (O)
	S(VF)
	
	

	Do they have difficulties maintaining a standing position?
	X
	
	L(O), M(VF),S (F)
	L(O), M(VF),S (O)
	S(VF)
	
	

	Do they have difficulties maintaining the position of the head?
	X
	
	L(O)
	L(O)
	S(VF)
	
	

	Are they impaired in using objects?
	X
	
	L(O)
	L(O)
	S(VF)
	
	

	Do they have difficulties reaching/catching an object?
	X
	
	L(O)
	L(O)
	S(VF)
	
	

	Do they have difficulties lifting and carrying objects?
	X
	
	L(O), M(O), S(O)
	L(O), M(VF),S (O)
	S(VF)
	
	

	Do they have difficulties manipulating objects (fine motor skills)?
	X
	
	L(O), M(VF),S (F)
	L(O), M(VF),S (O)
	S(VF)
	
	

	Are they impaired in walking?
	X
	
	L(VF), M(O),S (O)
	L(VF), M(VF),S (O)
	S(VF)
	
	

	Do they have difficulties walking short distances (<1 km)?
	X
	
	L(VF), M(O),S (O)
	L(VF), M(VF),S (O)
	S(VF)
	
	

	Do they have difficulties walking long distances (>1 km)?
	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	

	Are they impaired in performing vigorous activities (climbing stairs, climbing, running, jumping, swimming)?


	X
	
	M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	

	
	
	
	
	
	
	
	

	4 – Are the patients affected in their self-care abilities?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 5
	X
	
	L(O), M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties washing themselves?
	X
	
	L(O), M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties with skin, tooth, nail, hair or genital hygiene?
	X
	
	L(O), M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties urinating/regulating urination?
	X
	
	M(VF),S (VF)
	M(VF), S (VF)
	S(VF)
	
	X

	Do they have difficulties defecating/regulating defecation?
	X
	
	L(O), M(O),S (O)
	M(F),S (O)
	S(VF)
	
	X

	Do they have difficulties dressing/undressing?
	X
	
	L(O), M(VF), S (F)
	M(VF), S (VF)
	S(VF)
	
	X

	Do they have difficulties eating?
	X
	
	L(O)
	L(O)
	S(VF)
	
	X

	Do they have difficulties drinking?
	X
	
	L(O)
	L(O)
	S(VF)
	
	X

	Do they have difficulties managing their health (diet, medications, prevention, needs, assistance, monitoring)?
	X
	
	L(O), M(VF), S (F)
	L(O)
	S(VF)
	
	X

	
	
	
	
	
	
	
	

	5 – Are the patients affected in their abilities to sleep and stay awake?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 6
	
	X
	
	
	
	
	X

	Do they have difficulties falling asleep?
	
	X
	
	
	
	
	X

	Do they have difficulties staying asleep?
	
	X
	
	
	
	
	X

	Do they have difficulties getting good quality sleep?
	
	X
	
	
	
	
	X

	Do they have difficulties staying awake during the day?
	
	X
	
	
	
	
	X

	
	
	
	
	
	
	
	

	6 – Are the patients affected in their temperament and behaviour?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 7
	X
	
	L(O), M(F), S (O)
	L(O), M(F), S (O)
	L(O), M(F), S (O)
	
	X

	Do they have difficulties handling stress/responsibilities/ emergencies and ensuring their own safety?
	X
	
	L(O), M(F), S (VF)
	M(F), S (VF)
	M(F), S (VF)
	
	X

	Do they have difficulties handling emotions and mood?
	X
	
	L(O), M(F), S (VF)
	L(O), M(F), S (VF)
	L(O), M(F), S (VF)
	
	X

	Do they have difficulties controlling their own general behaviour (impulses, aggressiveness)?
	X
	
	L(F)
	
	
	
	X

	Do they have difficulties controlling their own eating behaviour?
	
	
	
	
	
	
	X 


	
	
	
	Permanent limitation
(participation restriction)
degree of severity
(L: low, M: moderate, S: severe, C: complete, U: unspecified)

frequency

(VF: very frequent: >80%,

F: frequent: 30-80%,

O: occasional: <30%)
	Delay in a participation
degree of severity

(M: minor, I: intermediate, S: significant, U: unspecified)
frequency

(VF: very frequent: >80%,

F: frequent: 30-80%,

O: occasional: <30%)
	Transient limitation
(acute episodes, …)
degree of severity

(L: low, M: moderate, S: severe, C: complete, U: unspecified)

frequency

(VF: very frequent: >80%,

F: frequent: 30-80%,

O: occasional: <30%)
	Loss of an ability restricting the participation

(e.g. degenerative disease)

	
	Yes
	No
	
	
	
	Yes
	No

	
	
	
	
	
	
	
	

	7 – Are the patients affected in their locomotive abilities?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 8
	X
	
	L(O), M(O), S (O)
	M(F), S (VF)
	M(F), S (VF)
	
	X

	Are they impaired in moving within their home?
	X
	
	L(F), M(O),S (O)
	L(F), M(VF),S (O)
	S (VF)
	
	X

	Are they impaired in moving outside their home?
	X
	
	L(VF), M(O),S (O)
	L(VF), M(VF),S (O)
	S (VF)
	
	X

	Are they impaired in using different forms of transportation?
	X
	
	L(F), M(O),S (O)
	L(F), M(O),S (O)
	S (VF)
	
	X

	Do they have difficulties using transportation as a passenger?
	X
	
	L(VF), M(F),S (O)
	L(VF), M(F),S (O)
	S (VF)
	
	X

	Do they have difficulties driving a vehicle (bicycle/car, adapted or not)?
	X
	
	M(F),S (VF)
	M(F),S (VF)
	S (VF)
	
	X

	
	
	
	
	
	
	
	

	8 – Are the patients affected in their relationships with other people?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 9
	X
	
	L(O), M(O), S (O)
	M(F), S (VF)
	M(F), S (VF)
	
	X

	Do they have difficulties interacting with other people?
	X
	
	L(F), M(O), S (O)
	L(F), M(VF),S (O)
	M(F)
	
	X

	Do they have difficulties making/keeping friends?
	X
	
	L(F), M(O), S (O)
	L(F), M(O), S (O)
	M(F)
	
	X

	Do they have difficulties maintaining family relationships?
	X
	
	L(O), M(O), S (O)
	L(O), M(O), S (O)
	L(F)
	
	X

	Do they have difficulties dealing with strangers?
	X
	
	L(O), M(O), S (O)
	L(O), M(O), S (O)
	S (VF)
	
	X

	Do they have difficulties engaging in/maintaining intimate relationships (romantic/spousal)?
	X
	
	L(O), M(VF), S (VF)
	L(O), M(VF), S (VF)
	S (VF)
	
	X

	Do they have difficulties engaging in sexual relations?

	X
	
	L(O), M(VF), S (VF)
	L(O), M(VF), S (VF)
	S (VF)
	
	X

	9 – Are the patients impaired in their daily activities?
if your answer is « Yes », please reply to the questions below

if your answer is « No », please go directly to question 10
	X
	
	L(F), M(F),S (O)
	L(F), M(F),S (O)
	S(VF)
	
	X

	Are they impaired in doing household chores?
	X
	
	M(F),S (O)
	M(F), S (O)
	S(VF)
	
	X

	Do they have difficulties shopping?
	X
	
	L(O), M(VF),S (O)
	M(VF),S (O)
	S(VF)
	
	X

	Do they have difficulties cooking/preparing meals?
	X
	
	L(F), M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties doing housework?
	X
	
	
	
	S(VF)
	
	

	Do they have difficulties looking after/helping others (family members)?
	X
	
	M(VF),S (F)
	
	S(VF)
	
	X

	Are they impaired in education?
	X
	
	L(F), M(VF),S (O)
	L(F), M(VF),S (O)
	S(VF)
	
	X

	Do they have difficulties attending preschool (home/ day-care center/ babysitter)?
	X
	
	L(F), M(VF),S (F)
	L(F), M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties attending a mainstream school?
	X
	
	L (F) M(VF),S (F)
	M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties attending school in an adapted mainstream/special environment?
	X
	
	L(F), M(O)
	L(F), M(O)
	M(F)
	
	X

	Do they have difficulties learning a profession in the standard environment?
	X
	
	L (F) M(VF),S (F)
	L (F) M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties learning a profession in an adapted mainstream/special environment?
	X
	
	L (F) M(VF),S (F)
	L (F) M(VF),S (F)
	S(VF)
	
	X

	Do they have difficulties accessing higher education?
	X
	
	M(VF),S (VF)
	M(VF),S (VF)
	S(VF)
	
	X

	Are they impaired in their professional life?
	X
	
	M(VF),S (VF)
	M(VF),S (VF)
	M(F)
	
	X

	Do they have difficulties carrying out paid employment in a standard environment?
	X
	
	S (VF)
	S (VF)
	S(VF)
	
	X

	Do they have difficulties carrying out paid employment in a supported/sheltered environment?
	X
	
	M(VF),S (VF)
	M(VF),S (VF)
	S(VF)
	
	X

	Do they have difficulties seeking/finding employment?
	X
	
	S (VF)
	S (VF)
	M(F)
	
	X

	Do they have difficulties performing their professional tasks?
	X
	
	M(VF),S (VF)
	M(VF),S (VF)
	S(VF)
	
	X

	Do they have difficulties handling money/managing their own budget?
	X
	
	M(VF), S (VF)
	M(VF),S (VF)
	S (VF)
	
	X

	Do they have difficulties carrying out administrative procedures?
	X
	
	M(VF), S (VF)
	M(VF),S (VF)
	S (VF)
	
	X 

	Are they impaired in managing their everyday life?
	X
	
	L(F), M(VF), S (O)
	M(VF),S (O)
	S (VF)
	
	X 

	Do they have difficulties undertaking a simple task?
	X
	
	L(F), M(F)
	M(VF),S (O)
	S (VF)
	
	X

	Do they have difficulties undertaking a complex/multiple task?
	X
	
	L(F), M(F), S(F)
	M(F), S(F)
	S (VF)
	
	X 

	Do they have difficulties carrying out/managing the daily routine?
	X
	
	L(F), M(F)
	L(F), M(F)
	S (VF)
	
	X 

	
	
	
	
	
	
	
	

	10 – Are the patients affected in their social life?
if your answer is « Yes », please reply to the questions below
	X
	
	L(F), M(F)
	L(F), M(O)
	S (VF)
	
	X

	Do they have difficulties taking part in community life?
	X
	
	L(F), M(F)
	L(VF), M(F)
	S (VF)
	
	X 

	Do they have difficulties playing with others (children)?
	X
	
	L(F), M(F)
	L(VF), M(F)
	S (VF)
	
	X 

	Do they have difficulties socializing?
	X
	
	L(F), M(F)
	L(VF), M(F)
	S (VF)
	
	X

	Do they have difficulties or a medical contraindication to practicing sports?
	X
	
	M(F), S(F)
	M(F), S(F)
	S (VF)
	
	X 

	Do they have difficulties participating in the arts and cultural activities?
	X
	
	L(O)
	L(O)
	S (VF)
	
	X 

	Do they have difficulties travelling?
	X
	
	L(F), M(F)
	L(F), M(F)
	S (VF)
	
	X


Environmental factors to take into consideration

Among the items below, please indicate the environmental factors requiring particular attention to limit the disability of patients
	
	Yes
	No

	
	
	

	Food
	
	X

	Climate
	
	X

	Temperature
	X
	

	Humidity
	
	X

	Light
	X 
	

	Light intensity
	X
	

	Light quality
	X
	

	Time-related changes
	
	X

	Day/night cycles
	X
	

	Seasonal cycles
	
	X

	Sound
	X
	

	Sound intensity
	X
	

	Sound quality
	
	X

	Vibrations
	
	X

	Air quality
	
	X
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