Family History CRF Module Instructions
1. [bookmark: Check1]Are you adopted? |_|Yes |_|No
2. From whom/what was the family history collected? (Choose all that apply)
|_|Participant/Subject |_|Informant |_|Medical records
3. [bookmark: _GoBack]If informant, specify type:
Family History
[Study Name/ID pre-filled]	Site Name:
	Subject ID:
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|_|Spouse (including common law partner)
|_|Parent
|_|Sibling
|_|Child
|_|Partner
|_|Friend
|_|Other relative
|_|Other non-relative

Table for Recording Family History of HD
	Relative
	Number of Family Members
	Deceased?
	Current Age, or Age at Death (if applicable)
	Diagnosis
(choose all that apply for all relatives identified)
	Suspect Parent HD Diagnosis?
	Number with Diagnosis
(specify number of relatives per type)
	Family Members with Sample(s) in Repository
	Number of Family Members with Sample(s) in Repository

	Mother
	1
	|_|Yes
|_|No
|_| Unknown
	|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Intentionally left blank
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Father
	1
	|_|Yes
|_|No
|_| Unknown
	|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Intentionally left blank
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Sisters (same mother and father as you)
	Data to be entered by site
	Sister #1:
|_|Yes
|_|No
|_| Unknown
	Sister #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Sisters (same mother and father as you)
	Data to be entered by site
	Sister #2:
|_|Yes
|_|No
|_| Unknown
	Sister #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Sisters (same mother and father as you)
	Data to be entered by site
	Sister #3:
|_|Yes
|_|No
|_| Unknown
	Sister #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Sisters (same mother and father as you)
	Data to be entered by site
	Sister #n:
|_|Yes
|_|No
|_| Unknown
	Sister #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Brothers (same mother and father as you)
	Data to be entered by site
	Brother #1:
|_|Yes
|_|No
|_| Unknown
	Brother #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Brothers (same mother and father as you)
	Data to be entered by site
	Brother #2:
|_|Yes
|_|No
|_| Unknown
	Brother #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Brothers (same mother and father as you)
	Data to be entered by site
	Brother #3:
|_|Yes
|_|No
|_| Unknown
	Brother #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Full Brothers (same mother and father as you)
	Data to be entered by site
	Brother #n:
|_|Yes
|_|No
|_| Unknown
	Brother #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Children
	Data to be entered by site
	Child #1:
|_|Yes
|_|No
|_| Unknown
	Child #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Children
	Data to be entered by site
	Child #2:
|_|Yes
|_|No
|_| Unknown
	Child #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Children
	Data to be entered by site
	Child #3:
|_|Yes
|_|No
|_| Unknown
	Child #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Children
	Data to be entered by site
	Child #n:
|_|Yes
|_|No
|_| Unknown
	Child #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Grand-children
	Data to be entered by site
	Grandchild #1:
|_|Yes
|_|No
|_| Unknown
	Grandchild #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Grand-children
	Data to be entered by site
	Grandchild #2:
|_|Yes
|_|No
|_| Unknown
	Grandchild #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Grand-children
	Data to be entered by site
	Grandchild #3:
|_|Yes
|_|No
|_| Unknown
	Grandchild #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Grand-children
	Data to be entered by site
	Grandchild #n:
|_|Yes
|_|No
|_| Unknown
	Grandchild #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	
|_|Yes
|_|No
|_| Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site



Skip the remaining questions if no members of your family in previous generations have had HD. For those with HD in other family members, considering only your parent diagnosed with HD, please answer the following questions:


Table for Recording Family History of HD from Previous Generations
	Relative
	Number of Family Members
	Deceased?
	Current Age, or Age at Death (if applicable)
	Diagnosis
(choose all that apply for all relatives identified)
	Number with Diagnosis (specify number of relatives per type)
	Family Members with Sample(s) in Repository
	Number of Family Members with Sample(s) in Repository

	Aunts–Maternal 
	Data to be entered by site
	Aunt #1:
|_|Yes
|_|No
|_| Unknown
	Aunt #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Maternal
	Data to be entered by site
	Aunt #2:
|_|Yes
|_|No
|_| Unknown
	Aunt #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Maternal
	Data to be entered by site
	Aunt #3:
|_|Yes
|_|No
|_| Unknown
	Aunt #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Maternal
	Data to be entered by site
	Aunt #n:
|_|Yes
|_|No
|_| Unknown
	Aunt #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Paternal 
	Data to be entered by site
	Aunt #1:
|_|Yes
|_|No
|_| Unknown
	Aunt #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Paternal
	Data to be entered by site
	Aunt #2:
|_|Yes
|_|No
|_| Unknown
	Aunt #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Paternal
	Data to be entered by site
	Aunt #3:
|_|Yes
|_|No
|_| Unknown
	Aunt #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Aunts–Paternal
	Data to be entered by site
	Aunt #n:
|_|Yes
|_|No
|_| Unknown
	Aunt #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Maternal
	Data to be entered by site
	Uncle #1:
|_|Yes
|_|No
|_| Unknown
	Uncle #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Maternal
	Data to be entered by site
	Uncle #2:
|_|Yes
|_|No
|_| Unknown
	Uncle #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Maternal
	Data to be entered by site
	Uncle #3:
|_|Yes
|_|No
|_| Unknown
	Uncle #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Maternal
	Data to be entered by site
	Uncle #n:
|_|Yes
|_|No
|_| Unknown
	Uncle #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Paternal
	Data to be entered by site
	Uncle #1:
|_|Yes
|_|No
|_| Unknown
	Uncle #1:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Paternal
	Data to be entered by site
	Uncle #2:
|_|Yes
|_|No
|_| Unknown
	Uncle #2:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Paternal
	Data to be entered by site
	Uncle #3:
|_|Yes
|_|No
|_| Unknown
	Uncle #3:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Uncles–Paternal
	Data to be entered by site
	Uncle #n:
|_|Yes
|_|No
|_| Unknown
	Uncle #n:
|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Your Parent’s Mother (your grand-mother)
	Data to be entered by site
	|_|Yes
|_|No
|_| Unknown
	|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Your Parent’s Mother (your grand-mother)
	Data to be entered by site
	|_|Yes
|_|No
|_| Unknown
	|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Your Parent’s Father (your grand-father)
	Data to be entered by site
	|_|Yes
|_|No
|_| Unknown
	|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site

	Your Parent’s Father (your grand-father)
	Data to be entered by site
	|_|Yes
|_|No
|_| Unknown
	|_| 19-44
|_| 45-64
|_| 65 years and over

	|_|HD diagnosed
|_|CAG expansion but not diagnosed
|_|Other neurological disorder (specify):
|_|No neurological diagnosis
|_|Unknown
	Data to be entered by site
	|_|Yes
|_|No
|_|Unknown
	Data to be entered by site



General Instructions
Information on each disease is gathered for blood relatives based on self-report from the participant/subject or family member.
Important note: The data elements on this CRF are classified as supplemental (i.e., non Core) and should only be collected if the research team considers them appropriate for their study.
Specific Instructions
Please see the Data Dictionary for definitions for each of the data elements included in this CRF Module.
· Adopted–If the participant/subject reports they are adopted, then ask if they have information about their biological relatives. If yes, continue to complete the form. If no, end completion of form.
· Number of family members–Record the number of family members that correspond to the relative listed. Mother and family refer to biological mother and father.
· Current age or age at death–Indicate the current age of each relative. If deceased, record the age at death.
· Diagnosis–Choose all that apply. Choose all the diagnoses that have affected all relatives identified in “Number of family members”.
· Suspect Parent HD Diagnosis- Choose all that apply. Record Yes, No, or Unknown based on the relatives identified in “Number of family members”
· Number with Diagnosis–Record the number of family members with each diagnosis checked in “Diagnosis”. Each number recorded on a line should correspond with a diagnosis in the “Diagnosis” column. The total number recorded should match with the number in “Number of family members”
· Family members sample in repository?–Choose all that apply. Record Yes, No, or Unknown based on the relatives identified in “Number of family members”
· Number of family members with sample in repository–Record the number of family members with a sample in the repository. Each number recorded on a line should correspond with “number of diagnosed” column. The total number recorded should match with the number in “Number of family members”
· Your grandchildren–After completing this question, skip the remaining questions on the form if no family members have been diagnosed with HD. For those who parents have been diagnosed with HD, consider only the parent diagnosed with HD to complete the remaining questions on the form.
Note: In the event that the participant/subject has multiple relatives of a given type (e.g. sisters, brothers, etc), additional rows may be added to the form to account for the additional family members. Additional rows can also be added to include information on other relatives not specifically listed in the form (e.g. half siblings).
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