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HD Toolbox  
This toolbox was developed by Kae Bendixen MD for use by HDSA and the Hun=ngton’s Disease (HD) 
Community. Dr. Bendixen has developed a framework for understanding how HD affects communica=on and 
cogni=on from the inside and created tools to help people with HD and their families navigate medical 
appointments and understand and advocate for their own evolving needs. Please use these tools in preparing 
for and during medical appointments and in any other way that is helpful to you. 
 
HD TOOLBOX 

� List of Care Team Members 
� HD Symptom List from HDSA Guides  
� Cogni;ve Overload Scale 
� HELP Communica;on Tool 
� Medical History/HD History/Pa;ent HD symptoms/End of Life wishes 
� Resources: HDSA Guides: informa;on and links, HDSA Social Workers, UC 

Davis HD Clinic Resource Guide for HD Families, UC Davis Cogni;ve Changes 
in HD handout 

� Strategies for Managing Cogni;ve Changes -- page 4 from UC Davis Cogni;ve 
Changes in HD handout (copy and give to every provider you see) 

 
Your Care Team (list name and loca;on) 

HD Care: 
Neurologist 
Clinic Coordinator 
Gene;cs counselor 
Gene;cist 
Psychiatrist 
Neuropsychologist 
Social Worker 
OT (Occupa;onal Therapy) 
ST (Speech Therapy) 
PT (Physical Therapy) 

 Other Medical Team: 
Primary Care Provider 
Psychologist or Therapist 
Pallia;ve Care 
Other Medical Specialists 

 



Sept 2026 version for general distribution © 2026 Kae Bendixen. This work is licensed under Creative Commons Attribution-
NonCommercial-ShareAlike 4.0 International (https://creativecommons.org/licenses/by-nc-sa/4.0/) 
 

HD Symptoms listed in HDSA Guides 
Use this list of symptoms as a reference in talking with medical providers. 
 

Motor Symptoms: chorea, dystonia, bradykinesia, ;cs, myoclonus, tremor, 
rigidity, impaired voluntary motor control, gait impairments and falls, speech 
impairment, swallowing dysfunc;on and choking, incon;nence, seizures, 
weight loss 

 
CogniCve Symptoms: explicit and implicit memory impairments, emo;onal 
recogni;on, percep;on of ;me, spa;al percep;on, smell iden;fica;on, 
unawareness (of one’s own ac;ons and feelings), speed of cogni;ve processing, 
aVen;on, planning and organiza;on, lack of ini;a;on, persevera;on, 
impulsivity/disinhibi;on, irritability and temper outbursts, impaired ini;a;on of 
speech, disorganiza;on of language content, ar;cula;on of speech 

 
Psychiatric Symptoms: depression, suicide, mania, obsessions and 
compulsions, delusions and hallucina;ons, dysexecu;ve syndrome, apathy, 
irritability, delirium, anxiety, panic disorders, sexual problems, sleep problems, 
demoraliza;on 

--From A Physician’s Guide to the Management of Hun7ngton’s Disease, 3rd 
edi;on, 2011 and Understanding Behavior in Hun7ngton’s Disease: A Guide 
for Professionals, 2nd edi;on, 2014 

  
CogniCve Overload Scale 
Intensity levels 1-4 
1 = Mild. Try to avoid if possible but is generally tolerable. 
 
2 = Medium. Intense enough to try to prevent or avoid in future, but doesn’t 
interfere with immediate func;oning. 
 
3 = Severe. Like “mental puking”. Can’t con;nue current task or level of 
func;oning. 
 
4 = Overwhelming. Like “dry heaves” of the brain. Have to sit down, can’t func;on 
or communicate.  
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HELP CommunicaCon Tool 
Communica;on tool to use for all medical visits 

Hun;ngton’s 
Experience 
Loved Ones 
Partnership 

 
H = HunCngton’s    Briefly describe how you are currently affected by HD 

How severe is your disease (mild, moderate, severe)? 
How is HD affec;ng your physical body (involuntary movements, balance, 

coordina;on)? 
How is HD affec;ng your thinking, memory and communica;on? 
How is HD affec;ng your mood (including anxiety, depression and obsessive 

behavior)? 
 

E = Experience    Experiences and perspec;ves of person with HD 
What changes are YOU no;cing? 
How is it affec;ng your life or daily func;oning? 
What are your worries or concerns? 

 
L = Loved Ones    Experiences and perspec;ves of family and carers 

What changes are Loved Ones or Carers no;cing in you? 
How do they think this is affec;ng your life or daily func;oning? 
What are their worries or concerns about you? 
 

P = Partnership    Iden;fy needs and create partnership with medical provider 
What do you and your loved ones/caregivers need from the medical 

provider(s) today? 
What does the medical provider(s) need from you? 
What are the goals of care with this provider? 
Do you feel heard and understood by each other? Is there anything you 

need to clarify for each other? 
What supports do you need? 
What are the next steps or expecta;ons (medical care, disease progression, 

when to follow-up) going forward? 
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Medical History Basic List   
Get help collec;ng as much as you can of this informa;on to bring to your medical 
visits 

HD History and HD Family History 
HD Symptoms 
Current Medica;ons and Supplements 
Allergies 
Medical Problems (current and past) 
Surgical History 
Other Hospitaliza;ons 
Reproduc;ve History 
Mental Health History 
Substance Use (Abuse) History 
Social History (rela;onships, educa;on, employment) 
Disability Status 
Family History of Other Medical Problems 
End-of-Life Wishes 

 
AddiConal Resources for both HD families and medical providers: 
 
HDSA Social Workers  
hVps://hdsa.org/find-help/community-social-support/social-workers/ 
Look up the HDSA Social Worker for your area and write their contact info here: 
 
A Physician’s Guide to the Management of Hun7ngton’s Disease, 3rd ed, 2011  
hVps://hdsa.org/product/a-physicians-guide-to-the-management-of-hun;ngtons-
disease-3rd-edi;on/ 
Understanding Behavior in Hun7ngton’s Disease: A Guide for Professionals, 2nd 
edi;on, 2014 
hVps://hdsa.org/product/understanding-behavior-in-hun;ngtons-diseasea-guide-
for-professionals/ 
UC Davis HD Clinic Resource Guide for HD Families 
hVps://health.ucdavis.edu/media-
resources/neurology/documents/pdfs/hun;ngtons/hd-resource-guide-resources-
for-hd-families.pdf 
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