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HDSA Disability Program, Final Report 

Project Details 
Grants Program: HDSA Disability Program  

Organization Name: Huntington’s Disease Society of America 

Project Title: Increasing Access to Disability Education and Resources 

Prepared by: Allison Bartlett, Esq., Manager of Disability Programs, HDSA 

 

Project Summary:  

The Huntington’s Disease Society of America (HDSA) Disability Program was developed 
to provide educational information, resources, trainings, and direct assistance and 
consultations to the Huntington’s disease (HD) community (families, social workers, 
and physicians) in order to help families navigate the disability process. The HDSA 
Disability Program addresses more than just Social Security disability, and encompasses 
the entire disability umbrella, including legal, financial, and insurance (health, 
disability, life, and long-term care) resources. The HDSA Disability Program offers help 
for today; while a cure for HD is the hope for tomorrow. 

Project Objectives 
My first 2.5 years with the HDSA Disability Program have been a great success. The 
program has brought essential and easily accessible legal, financial, and disability 
information to HD families. The project has satisfied all of its objectives, while also 
creating a template for a program that could benefit other neurodegenerative disease 
communities. The HDSA Disability Program is unique in the services and resources that 
it provides, which would not be possible without my expertise.   
 
1. Design and create a curated library of Disability resources for people living with HD, 

caregivers, and the professionals who serve them. 

The project has been very successful in achieving this objective because there is 
now an extensive library of resources including webinars, weekly disability tips, 
handouts, infographics, resources guides, checklist, sample letters, and a 
comprehensive social worker training tool. The biggest struggle with this 
objective was balancing resource creation with the demands of the Warmline. 
Because of my background as a Social Security disability attorney, resource 
creation initially focused on preparing for and completing the Social Security 
application, and has expanded to preparing for HD disability needs in general. 
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2. Staff a national Disability Warmline to respond to inquiries from social workers, 
people living with HD and HD caregivers. Staff would augment services of HDSA's 
current Helpline, responding to calls specific to Disability.

The HDSA Disability program Warmline was started following the HDSA Annual 
Convention in June 2019. I receive regular calls regarding disability questions 
and consultations from families and social workers. This direct assistance is one 
of the cornerstones of the HDSA Disability Program. My disability expertise, 
along with my willingness to learn and expand my knowledge and skill set, has 
helped broaden the scope of the disability program. Since the creation of the 
program, the Warmline has received an average of 3.79 disability related 
communications per day via phone, email, or the “Ask Allison!” online form. I am 
compassionate, empathetic, and truly dedicated to helping HD families, which 
has helped make the HDSA Disability Program and the Warmline a success. 

3. Promote the importance of Disability education and training and the library of 
Disability resources. Promotion may occur through HD Education Day 
presentations, webinars, social media posts, e-newsletters articles, conferences, 
support groups, etc. 

The Disability program has been actively promoted on social media, through 
HDSA emails and newsletters, HDSA Convention, HD Education Days, direct 
emails to HDSA Centers of Excellence (COE) Directors, direct emails to social 
workers, communication with HDSA Chapters and Affiliates, and HDSA support 
groups. The HD Family Survey highlights that 50% of respondents indicated that 
they had worked with me directly, or utilized the disability resources. Of the 22 
COE directors that responded to the disability survey, 68% indicated that they 
are familiar with HDSA’s Disability Program. COE directors may not directly 
interact with the HDSA Disability Program, but COE social workers are utilizing 
the program and educating other members of COE clinical care teams in the 
process.  

To help promote the program, I have made it a point to connect with new social 
workers and provide HDSA Disability Program resources and updates. I also 
create new connections with disability lawyers who can represent HD families, 
disability advocate organizations, and legal volunteers that may be able to 
provide resources to the community. 

4. Maintain the library of resources on the HDSA Disability Program web page. Update 
information as needed based on current disability rules, regulations, and processes. 

Prior to June 2019, disability questions and information were outsourced to 
social workers, the Social Security Administration, or Caring Voice Coalition. One 
of my first tasks with the HDSA Disability Program was to update the website. 
The HDSA.org website has been updated to include a new home for disability, 
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legal, financial, and insurance resources, guides, webinars, and a way to contact 
myself for consultation: https://hdsa.org/find-help/healthcare-and-future-
planning/disability-benefits-and-hd-2/. In addition to creating unique disability 
content, I have also expanded the third-party resources and links under Social 
Security Disability and Health Insurance sections.   

Project Outcomes 
Reach 

The HDSA Disability Program has been designed for HD families, medical 
professionals, social workers, lawyers, disability advocates, and anyone else who is going 
to assist HD families through the disability process. The HDSA Disability Program has 
had a wide-reaching impact to these constituency groups through webinars, HDSA 
Convention, Social Worker Training Day, Educations Days, support groups, printed 
resources, and the Warmline. 

Webinars: Between June 2019 and December 2021, I hosted a total of 16 live 
Disability chat webinars covering a wide variety of topics. I have given COE trainings 
upon request, like a “Lunch and Learn” for Duke in September 2020, and have hosted a 
disability training webinar for all of the HDSA Centers of Excellence (COE) directors, 
which had approximately 35 attendees. The webinars have been an incredibly well 
received resource with a total of 479 live views and 6,869 recorded views. 

HDSA Convention – I manned the HDSA Disability Program booth and provided 
one-on-one consultations during my first convention in 2019. In 2020, I gave a joint 
disability presentation about public and private disability benefits.  

HDSA Social Worker Training Day – I presented at the 2020 HDSA Social 
Worker Training Day. 

Education Days – I presented at a total of 10 Education Days between June 2019 and 
December 2021. I am always offered as a speaker for Education Day events. 

1. 2019 
1. Vanderbilt: 95 attendees 
2. North Carolina: 30 attendees 
3. Central Ohio: 49 attendees 
4. New Jersey: 50 attendees 

2. 2020 
1. San Diego: 35 attendees 
2. Vanderbilt: 114 attendees 
3. Wisconsin: 60 attendees 

3. 2021 
1. University of Florida: 33 attendees 
2. Vanderbilt: 75 attendees 

https://hdsa.org/find-help/healthcare-and-future-planning/disability-benefits-and-hd-2/
https://hdsa.org/find-help/healthcare-and-future-planning/disability-benefits-and-hd-2/
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Support Groups – I spoke at 10 support groups since June 2020, which was made 
easier due to the transition to virtual meetings during the COVID-19 pandemic. The 
support group attendee total is between 50 and 75. 

Warmline: Warmline connections include emails, phone calls, and “Ask Allison!” 
online requests with constituents, including HD families, social workers, and others 
(doctors, lawyers, and other non-HD community members). These connections tracked 
the number and category of people I communicated with on a daily basis by unique 
individual (for example: an email chain with the same person about the same topic was 
counted as one communication, regardless of number of replies; a phone call with a 
follow-up email was counted as one communication). Since the creation of the disability 
program, there have been a total of 2,246 connections: 

• 2019: 385 

• 2020: 1057 

• 2021: 804*

 

These connections have continued to evolve, not just by increasing in number, but in 
type of constituents involved. In 2019, the HDSA Disability Program received questions 
and consultation requests from HD families and social workers. In 2020, this expanded 
to include lawyers, doctors, and other parties working to assist members of the HD 
community. It is important to note that the number of “other” constituents increased in 

                                                        
* Please note that I was on maternity leave for three months in 2021. 
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2021, which indicates that knowledge of the HDSA Disability Program is spreading 
beyond the HD community.  

In 2020, HDSA implemented new software to better track assistance provided to HD 
families by the HDSA Social Worker network. This program, Apricot, has enabled me to 
better track the number of connections made, time spent, and disability topics covered 
while assisting HD families.† A large percentage of the HDSA Disability Program is 
dedicated to direct communication with HD families. Per Apricot, the average amount 
of time spent per connection is 25 minutes, with an average of 32 minutes per phone call 
and 18 minutes per email. For the full results, please see Appendix A and Appendix B. 
The breakdown of the topics discussed with HD families includes: 

 

 

 
 

 

 

                                                        
† Some 2020 time tracking data was lost during the implementation of the software so averages are based on the 
available data.  
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Outputs 

The primary goal of the program was to create Social Security disability resources to 
help families navigate the application process, but the scope of the resources expanded 
because of the immense need for legal and disability resources. The range of topics 
includes: health insurance, legal planning, financial planning, private disability, and 
breaking down aspects of the Social Security disability process (ie: completing the 
application, what to do while the application is pending, and the appeal process). 
Resources have been created for multiple audiences, including: HD families, medical 
professionals, social workers, and lawyers.  

These resources have given people living with HD, social workers, and medical 
professionals more time by helping to streamline the disability process, more money in 
the context of disability and financial planning, and more confidence in navigating the 
disability process. In many cases, the resources have helped providers create a more 
efficient disability process for the people they work with in clinic. 

Please refer to Appendix C for Webinar Survey Results, Appendix D for HD family 
survey results, Appendix E for social worker survey results, and Appendix F for COE 
survey results. 

Webinars: Between June 2019 and December 2021, I hosted a total of 14 live 
Disability chat webinars covering the following topics: 

1. Public and Private Disability Benefits 

2. Work Credits and How to Qualify for Disability 

3. How Social Security Evaluates a Disability Claim and What Evidence You Need  

4. Preparing to File a Disability Application and Collecting Medical Records 

5. Debunking Disability Myths 

6. Disability Red Flags 

7. Completing Disability Forms 

8. Prodromal and Pre-Symptomatic HD Disability Planning 

9. Early to Mid-Stage HD Disability Planning 

10. Late-Stage HD Disability Planning 

11. Completing the Online SSA Application  

12. Completing the Online SSA Appeal 

13. Following up with Social Security 

14. HDSA Centers of Excellence Disability training 

The recordings can be found here: 
https://www.youtube.com/playlist?list=PLLQmMRDsNEY1R6kYm2Q7xKuBJYb1pEjz0  
All of these webinars were created as a resource for both social workers and families.  

https://www.youtube.com/playlist?list=PLLQmMRDsNEY1R6kYm2Q7xKuBJYb1pEjz0


7 
 

HDSA Centers of Excellence (COE) disability training webinar: 
(https://vimeo.com/651291266/a2d0f35fc9). 

These webinars give time back to families and social workers because they provide 
essential, easily accessible information that is all in one place. They also break down the 
overwhelming disability process into digestible pieces of information. Much of this 
information comes from government websites, Social Security, and the Federal Code of 
Regulations, which are not easy for laypeople to navigate or understand.  

Worksheets, toolkits, templates, guides, infographics, etc: I have created the 
following written resources: 

1. Social Security Process infographic: https://hdsa.org/wp-
content/uploads/2020/07/4_SSA-Disability-Cycle.pdf  

2. Social Security denial process infographic: https://hdsa.org/wp-
content/uploads/2020/07/5_SSA-Disability-Denial-Process.pdf  

3. SSDI Application Tips: https://hdsa.org/wp-content/uploads/2019/07/SSDI-
Application-Tips-HD.pdf  

4. Listing 11.17: Evaluating Huntington’s Disease under Social Security Regulations: 
https://hdsa.org/wp-content/uploads/2019/07/Listing-11.17.pdf  

5. HD Compassionate Allowance: https://hdsa.org/wp-
content/uploads/2019/07/HD-Compassionate-Allowance.pdf  

6. Disability Onset Date Worksheet: https://hdsa.org/wp-
content/uploads/2020/07/4_Disability-Onset-Date-Worksheet_Final.pdf  

7. Sample HD Background Information: https://hdsa.org/wp-
content/uploads/2020/07/5_Sample-HD-Background-information.pdf  

8. Questions to Determine Symptoms and limitations: https://hdsa.org/wp-
content/uploads/2020/07/6_Questions-to-Determine-Symptoms-and-
Limitations.pdf  

9. HD Sample Support Letters: https://hdsa.org/wp-
content/uploads/2021/04/HD-Support-Letters.pdf  

10. HDSA Disability Appeal Online Application Guide: https://hdsa.org/wp-
content/uploads/2021/04/HDSA-Disability-Appeal-Guide_Final.pdf  

11. How to Follow Up with Social Security: https://hdsa.org/wp-
content/uploads/2022/02/How-to-Follow-Up-with-Social-Security.pdf  

12. Following Up with Social Security Infographic: https://hdsa.org/wp-
content/uploads/2022/02/Following-up-with-Social-Security-Infographic.pdf  

13. HDSA Medical Source Statement: https://hdsa.org/wp-
content/uploads/2020/07/HDSA-Medical-Source-Statement_Fillable.pdf  

14. Social Security Medical Letter Template: Appendix G 

15. Sample Medical Letter 

https://vimeo.com/651291266/a2d0f35fc9
https://hdsa.org/wp-content/uploads/2020/07/4_SSA-Disability-Cycle.pdf
https://hdsa.org/wp-content/uploads/2020/07/4_SSA-Disability-Cycle.pdf
https://hdsa.org/wp-content/uploads/2020/07/5_SSA-Disability-Denial-Process.pdf
https://hdsa.org/wp-content/uploads/2020/07/5_SSA-Disability-Denial-Process.pdf
https://hdsa.org/wp-content/uploads/2019/07/SSDI-Application-Tips-HD.pdf
https://hdsa.org/wp-content/uploads/2019/07/SSDI-Application-Tips-HD.pdf
https://hdsa.org/wp-content/uploads/2019/07/Listing-11.17.pdf
https://hdsa.org/wp-content/uploads/2019/07/HD-Compassionate-Allowance.pdf
https://hdsa.org/wp-content/uploads/2019/07/HD-Compassionate-Allowance.pdf
https://hdsa.org/wp-content/uploads/2020/07/4_Disability-Onset-Date-Worksheet_Final.pdf
https://hdsa.org/wp-content/uploads/2020/07/4_Disability-Onset-Date-Worksheet_Final.pdf
https://hdsa.org/wp-content/uploads/2020/07/5_Sample-HD-Background-information.pdf
https://hdsa.org/wp-content/uploads/2020/07/5_Sample-HD-Background-information.pdf
https://hdsa.org/wp-content/uploads/2020/07/6_Questions-to-Determine-Symptoms-and-Limitations.pdf
https://hdsa.org/wp-content/uploads/2020/07/6_Questions-to-Determine-Symptoms-and-Limitations.pdf
https://hdsa.org/wp-content/uploads/2020/07/6_Questions-to-Determine-Symptoms-and-Limitations.pdf
https://hdsa.org/wp-content/uploads/2021/04/HD-Support-Letters.pdf
https://hdsa.org/wp-content/uploads/2021/04/HD-Support-Letters.pdf
https://hdsa.org/wp-content/uploads/2021/04/HDSA-Disability-Appeal-Guide_Final.pdf
https://hdsa.org/wp-content/uploads/2021/04/HDSA-Disability-Appeal-Guide_Final.pdf
https://hdsa.org/wp-content/uploads/2022/02/How-to-Follow-Up-with-Social-Security.pdf
https://hdsa.org/wp-content/uploads/2022/02/How-to-Follow-Up-with-Social-Security.pdf
https://hdsa.org/wp-content/uploads/2022/02/Following-up-with-Social-Security-Infographic.pdf
https://hdsa.org/wp-content/uploads/2022/02/Following-up-with-Social-Security-Infographic.pdf
https://hdsa.org/wp-content/uploads/2020/07/HDSA-Medical-Source-Statement_Fillable.pdf
https://hdsa.org/wp-content/uploads/2020/07/HDSA-Medical-Source-Statement_Fillable.pdf


8 
 

16. Financial and Legal Preparation for Prodromal/Pre-symptomatic HD Checklist: 
https://hdsa.org/wp-content/uploads/2020/09/Financial-and-Legal-
preparation-Checklist.pdf  

17. Disability & Legal Resources Preparation Checklist: https://hdsa.org/wp-
content/uploads/2020/12/Disability-and-Legal-preparation-Checklist.pdf  

18. Late-Stage Disability Checklist: https://hdsa.org/wp-
content/uploads/2021/01/Late-Stage-Disability-and-Legal-preparation-
Checklist.pdf  

19. Social Security Disability Starter Kit: https://hdsa.org/wp-
content/uploads/2021/04/Social-Worker-Disability-Starter-Kit.pdf 

20. HDSA Social Security Support Letter: Appendix H 

From this comprehensive list of resources, five written resources were created 
specifically for social workers and medical professionals (numbers 13, 14, 15, 19, and 
20). 

Website: Website traffic for disability and future planning resources has significantly 
increased since the creation of the HDSA Disability Program. Data is for this page: 
https://hdsa.org/find-help/healthcare-and-future-planning/   

 2019: 8,404 total page views 

 2020: 12,858 total page views 

 2021: 25,420 total page views 

Please see the full data in Appendix I. 

Project Impact 
Time 

HD Families: The HDSA Disability Program has given time back to families by 
reducing the amount of time needed to plan and prepare for the Social Security 
disability process. Planning resources, webinars, guides, sample documents, and tips are 
all located on the HDSA Disability Program page of the HDSA website, which reduces 
the amount of time families have to look for resources. The HDSA Disability Program 
resources have been well received and scored very high on the HDSA Family Survey 
with an average score of 9 out of 10 (with 10 being the most helpful; see Appendix D, 
page 4). 

The HDSA Disability Program also benefits HD families by helping to decrease the time 
it takes to get a Social Security disability approval. This is twofold, in both reducing the 
time it takes to get an initial application decision and the total time a claim is pending by 
minimizing the number of denials. This data is difficult to effectively track because 
families access the HDSA Disability Program at different points in their Social Security 
disability journey. Someone who utilizes the HDSA Disability Program before 

https://hdsa.org/wp-content/uploads/2020/09/Financial-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2020/09/Financial-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2020/12/Disability-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2020/12/Disability-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2021/01/Late-Stage-Disability-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2021/01/Late-Stage-Disability-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2021/01/Late-Stage-Disability-and-Legal-preparation-Checklist.pdf
https://hdsa.org/wp-content/uploads/2021/04/Social-Worker-Disability-Starter-Kit.pdf
https://hdsa.org/wp-content/uploads/2021/04/Social-Worker-Disability-Starter-Kit.pdf
https://hdsa.org/find-help/healthcare-and-future-planning/
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submitting an initial application is going to have a different timeline than someone who 
accesses the program when their case is pending before a judge. The HDSA Family 
Survey does indicate that 52% of applications were approved between 0-6 months, 
which is excellent (see Appendix D, page 14). Please reference some family testimonials 
below: 

• “I wanted to extend my families gratitude to HDSA for all of its efforts in 
supporting the HD community. As 1 of 10 siblings who have already had a father 
and sister lose their battle with HD, and several others continuing the fight, 
HDSA has been an important resource. Specifically, I would like to recognize 
Allison Bartlett as a person providing invaluable assistance in our journey. As 
you are aware the impacts of HD on a family are devastating and broad in scope.  
Not the least of which are the financial burdens it places on families. While safety 
nets such as social security disability are helpful, access to these programs is a 
challenge to say the least. I have helped multiple family members through the 
byzantine process and Allison's assistance and insights through the arcane rules 
has been invaluable. My brother who had been the sole provider for his wife and 
two children was recently approved for disability benefits. An incomprehensible 
relief to his family and a process that I am confident would have dragged on for a 
much longer time and inflicted more substantial financial damage without 
Allison’s help.” R.C. (I provided guidance for two disability claims in this family, 
one at hearing, and one for an initial application.) 

• “Thank you so much for all your advice through this process as it helped 
tremendously, so much that he was approved first go around.” G.D. 

• “I just opened up a Social Security disability letter and found out that my 
application was approved! I'm shocked and wanted to let you know some good 
news! My husband and I are truly thankful for all of your support and coaching.” 
M.G. 

Providers: The HDSA Disability Program has given time back to providers, specifically 
social workers and medical professionals, by reducing the amount of time they spend 
helping families through the disability process. This is an important benefit because 
there has been an increase in the number of families needing disability assistance (see 
Appendix F, page 10). Social workers and medical providers now have access to a 
number of disability resources that they can share with families, and they can refer 
families to speak with me directly if there is a disability question that they cannot 
answer. Approximately three-fourths of social workers and two-thirds of the COEs that 
participated in the survey reported they utilize and distribute HDSA Disability Program 
resources (See Appendix E and Appendix F).  

HD social workers and medical professionals also benefit because they have a much 
better understanding of the disability process and what is required for a Social Security 



10 
 

disability approval (See Appendix E and Appendix F). This knowledge has especially 
helped COEs to streamline their Social Security application assistance process through 
medical record documentation, medical testing, and letter writing. This streamlined 
process can help reduce the time it takes a patient to get a Social Security approval. 
Faster approvals for patients ultimately save time for social workers and medical 
professionals because medical records have to be more thoroughly documented while a 
patient is applying for Social Security disability, which is more time consuming. Social 
Security disability claims also benefit from supplemental evidence, like provider medical 
letters, which are not part of routine medical care. Please reference some provider 
testimonials below and Appendix J: 

• “The disability program at HDSA is such an amazing resource for social workers 
and individuals and families living with Huntington's Disease.  I work as both 
the Illinois HDSA Chapter social worker and in the outpatient HD Center of 
Excellence at Northwestern. I connect people to Allison on a regular basis. I refer 
people to Allison directly, the disability section on the HDSA website and to her 
webinars.  Her knowledge about disability and passion for the HD community 
has helped individuals obtain the needed documentation and information 
needed to successfully apply and be approved for disability.  She has helped me 
to have important conversations with the medical providers to help them provide 
better documentation supporting disability.  Knowing that Allison is available to 
help with disability has reduced the amount of time I spend on disability.  
Everyone I refer to Allison is so grateful to have this kind of resource.” - Emily 
Zivin, LCSW 

• “Thank you for the amazing work you do. We greatly appreciate the wonderful 
resources you passed along.” Erin Furr Stimming, MD, FAAN 

Money 

HD Families: The HDSA Disability Program promotes financial stability by providing 
resources to HD families to understand the disability timeline, successfully navigate the 
Social Security disability application process, and understand the benefits and necessity 
of financial planning. First, the disability resources help create a timeline for when to 
start paying into legal, financial, and disability benefits and when to start using those 
benefits. This timeline is very important in giving money back to HD families by 
ensuring they pay into things like employer provided short term and long-term 
disability benefits, which they can get in addition to Social Security disability. These 
benefits also provide a nice transition from the end of employment to the start of Social 
Security disability, which can be anywhere from three to 36 months. 

Second, the HDSA Disability Program has helped families successfully navigate the 
Social Security disability process, which provides a guaranteed monthly payment. Of the 
48 families on the HDSA Disability Survey that indicated they applied for disability, 35 



11 
 

families (73%) had been approved for disability, which is significantly higher than the 
national average of 30% at the initial application level and 45% at the hearing level (See 
Appendix D, page 13). Apricot data shows that 17 of the 36 confirmed disability 
applications have been approved, and many of the denials have been referred to an 
outside attorney that has experience representing HD families (see Appendix K and L). 
The majority of the denials reflected in the chart came to the HDSA Disability Program 
as a denial, not as someone newly starting the application process (see Appendix M). 

Third, the HDSA Disability Program is a completely free resource to HD families, 
including consultations with myself. Families that are able to utilize the resources to 
successfully complete a Social Security disability application on their own save money 
by not having to hire an attorney. When families do need to hire a Social Security 
Disability attorney, the HDSA Disability Program helps to connect them with attorneys 
experienced with HD claims. Social Security disability attorneys do not charge an 
upfront cost, but they do receive a portion of any backpay received. Legal assistance is a 
very important part of the disability planning process, but it does cost money. The 
HDSA Disability Program resources help families determine what planning they can 
complete on their own and when they will need to pay a professional. 

Finally, the HDSA Disability Program also helps HD families navigate the decision of 
when to stop working, when to apply for disability, and when they can work and receive 
disability at the same time. Since HD is a progressive condition, there are some people 
living with HD who are able to continue working at a reduced capacity and earnings 
limit after being found disabled. The HDSA Disability Program resources give families 
the knowledge and information to make the decision that is best for them, which 
generally provides financial benefit to the family. Please reference the family testimonial 
below: 

• “I was happy to complete the survey and give you an amazing review! I could 
never have done this [Social Security Disability] without your support!  I love my 
part time job as a receptionist at the nursing home. They love me there and I feel 
like I can truly make a difference. It feels great to do something meaningful in my 
job. It feels awesome!” - L.G. 

Confidence 

HD Families: The HDSA Disability Program empowers HD Families through 
education and awareness. The program has very successfully provided resources to 
educate HD families about disability in the areas of Social Security disability, private 
disability, legal planning, and financial planning. Based on the data from the HDSA 
Family Survey, HD families felt more confident in all areas of disability planning as a 
result of the Disability Program resources (Appendix D). The HDSA Disability Program 
has given HD Families a safe and trustworthy place to turn for information on a 
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complex topic area. HD Families feel confident in the quality of the information and 
compassion they are receiving from the program.  

Providers: The HDSA Disability Program gave medical professionals and social 
workers more confidence to deliver quality care by providing detailed resources on the 
Social Security disability application process (See Appendix F). Disability is a big part of 
HD care because the majority of people living with HD will need disability at some 
point. A person cannot get approved for disability, whether it be a private policy, a state 
retirement system, or Social Security disability without medical documentation and 
support from their care team. Medical providers and clinical care teams have changed 
the way they document medical records for disability applications, and are providing 
stronger letters of support because of HDSA Disability Program resources (See 
Appendix J). Please reference some provider testimonials below:  

• “Our Huntington’s Disease (HD) Clinic and research lab at Vanderbilt 
University’s Medical Center regularly works with families navigating the 
functional changes in ability resulting from HD. These changes alter individual’s 
ability to work and to navigate the social systems available to assist them with 
accessing comprehensive medical care and protecting them from the medical 
expenses resulting from managing a chronic neurodegenerative illness.  

Ms. Allison Bartlett’s, Esq. administration of the HDSA Disability program is an 
invaluable asset to our clinic and the families receiving care here. The vast 
majority of our patients have never accessed social systems and are unaware of 
the resources available to them or have received inaccurate information from 
various sources. Ms. Bartlett’s knowledgeable and attentive manner provides 
patients and families with the space to ask questions about the unique details 
relevant to their disability history and eligibility for social disability 
programming. When referring families to Ms. Bartlett I have confidence that they 
will receive relevant and accurate information capable of supporting them as they 
navigate these systems and identifying additional resources they may be eligible 
for. Our clinic provides much of the supportive documentation detailing 
neurological disability and ongoing management of care; having access to a 
comprehensive resource on disability benefits allows our clinic to focus on the 
necessary medical and mental health treatment of these families, while we are 
assured they possess all of the tools to access the disability resources available to 
them.” - Spencer Diehl, LMSW 

Project Insights 
This project has been an immense success and continues to have further reaching 
impacts. My passion, empathy, and dedication to the HD community is a driving force 
behind the HDSA Disability Program and its positive impact on the community. 
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Families and social workers have access to numerous Social Security disability resources 
and questions are now shifting to different disability needs. 

Honestly, the hardest part of this project has been the realization of the huge lack of 
legal, financial, and disability resources for the HD community. This program was 
created because it was, and still is, so difficult for HD families to navigate the Social 
Security disability application, but that is just the tip of the iceberg. Families ask 
questions about things like how to apply for short term disability through an employer; 
people do not understand the fundamental aspects of the disability process. The broad 
concept of disability is not something that is taught anywhere, and is not something that 
should be learned in a trial by fire. Disability is something that families pay into, that 
they earn, and that they deserve - especially the HD community.  

It has also become abundantly clear that this is not just the case for HD families. The 
HDSA Disability Program has been contacted by medical professionals and social 
workers for patients with Parkinson’s disease, early onset Alzheimer’s, and Multiple 
Sclerosis. The disability process has become so convoluted that the people who need 
benefits cannot navigate the program on their own, which is why the HDSA Disability 
Program expanded to encompass the entire disability process.  

The goal for this project moving forward is to ultimately shift how the HD community 
views the disability process from scary and overwhelming to manageable and necessary. 
HD families need to start the disability planning process as soon as possible to ensure 
they have the best future. I will work towards this goal by continuing to educate the HD 
community about disability, encouraging HD families to prepare for disability earlier in 
their disease experience, and providing the tools and support to ensure they have the 
best possible future.    
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