
Welcome to a guide that includes information and tips for taking on primary hyperoxaluria type 1 (PH1) in your daily life
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Management, monitoring, and more
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The Alnylam Act® program is available if you meet certain criteria.
The test is done using a blood, saliva, or buccal sample. Eligible siblings and family members may also be tested through Alnylam Act®. 

The Alnylam Act® program was created to provide access to no-charge genetic testing and counseling to patients as a way to help 
people make more informed decisions about their health. 

	 • While Alnylam provides financial support for this program, tests and services are performed by independent third parties 

	 • Healthcare professionals must confirm that patients meet certain criteria to use the program 

	 • �Alnylam receives de-identified patient data from this program, but at no time does Alnylam receive patient-identifiable 		
information. Alnylam may use healthcare professional contact information for research purposes

	 • Both genetic testing and genetic counseling are available in the US and Canada

	 • Healthcare professionals or patients who use this program have no obligation to recommend, purchase, order, prescribe, 		
	    promote, administer, use, or support any Alnylam product 

	 • No patients, healthcare professionals, or payers, including government payers, are billed for this program 

PH1 is passed down through families

Alnylam Act®: One option for genetic testing and counseling

BEFORE YOUR DIAGNOSIS

For more information and program rules, download the Alnylam Act® Genetic Testing and 
Counseling Brochure for PH1 at www.AlnylamActPH1.com

HAVE FAMILY MEMBERS BEEN GENETICALLY TESTED FOR PH1?   Yes       No

It is important that family members, especially siblings of a person with PH1, consider having a conversation with a healthcare provider about 
getting tested for the disease with a genetic test. If a healthcare provider decides genetic testing is right for an individual, one option is Alnylam Act®. 

https://www.alnylam.com/sites/default/files/pdfs/Alnylam_Act_PH1_Patient_Brochure.pdf
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The goal: help slow progression
As part of your management plan, 
your healthcare provider may measure 
different things, including your oxalate 
levels (how much oxalate is in your urine 
and/or blood) and your kidney function 
(how well your kidneys are able to filter 
waste products).

Your healthcare provider may 
recommend that you use multiple PH1 
management options at the same time. 
Your doctor’s recommendations may 
shift or change over time, depending on 
how your disease is progressing.

MANAGING PH1

Making a game plan to manage your condition.
Your doctor will work with you to develop a management plan tailored to your symptoms. 

Patients with PH1 should always talk to their doctor before 
making changes to their disease management plan.

PH1 management options your healthcare provider may recommend

•	Lifestyle changes

•	Hyperhydration (drinking a lot of water)

•	Prescription medications (RNAi therapies)

	- These work by reducing the amount of oxalate that your body is 
producing

•	Alkali citrate or vitamin B6

	- These work by reducing the formation of oxalate crystals or  
decreasing the amount of oxalate your body produces

	- These medications may require a prescription

•	Dialysis (to help remove oxalate from your body when your kidneys  
are no longer able to do it on their own)

•	Surgery (including transplantation)

Your doctor can help you understand which management options are  
best for you.

We feel like it’s been really important to her health to 
be consistent with her diet, to be consistent with her 
medications, and to be consistent with her hydration.
“�

DAN W. 
DAD OF A CHILD WITH PH1
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It’s more than caring for your kidneys—it’s caring for yourself, too.

Nutrition
You should talk to your healthcare team to 
discuss the most appropriate nutrition plan. 
People with PH1 can usually have a standard diet 
while managing PH1. Strictly avoiding foods high  
in oxalate is not typically necessary in PH1. 

Mental health
For people with PH1, being unable to recognize when you’re 
experiencing symptoms of kidney disease can make you feel as if you  
are not in control. It’s been shown that in people with kidney disease,  
the outlook on their disease can cause symptoms of anxiety and 
depression. Consider speaking to a mental health professional if you 
feel like you need extra support. 

If you are already working with a mental health professional, you can  
use the space below to write down their name and contact information.

Keeping your body and mind healthy and strong can help you take on PH1. 

Navigating your overall health is important as you continue to take on PH1.

KEEP YOURSELF IN MIND

We’re doing all we can to preserve 
her kidneys and do things that  
help to keep them going and not  
damaged. So, drinking water, eating 
the right diet, taking her medicine 
routinely and not forgetting.

“�
LAURA W. 
MOM OF A CHILD WITH PH1

MENTAL HEALTH PROFESSIONAL:

CONTACT INFO:
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Expand your circle of support.
Healthcare providers, independent advocacy groups, and other people living with PH1 can be great resources for additional tips and guidance. 
Below are some resources that are just a search away.

https://www.niddk.nih.gov/https://rarediseases.info.nih.gov/diseases/2835/ 
primary-hyperoxaluria-type-1

TakeOnPH1.com 
An educational website, brought to you by Alnylam, that includes real patient stories, videos, tips, 
and downloadable resources for anyone looking to learn more about PH1 and living with PH1. 

The Oxalosis & Hyperoxaluria Foundation (OHF) 
www.ohf.org 
The OHF is an independent advocacy group dedicated to finding treatments and a cure for all forms  
of hyperoxaluria, and it supports thousands of healthcare professionals, patients, and their families.

American Kidney Fund (AKF)
www.kidneyfund.org 
AKF works on behalf of the 37 million Americans living with kidney disease and millions more at risk, provid-
ing resources that support people in their fight against kidney disease, including rare diseases such as PH1.   
National Kidney Foundation (NKF) 
www.kidney.org 
The NKF works to prevent kidney and urinary tract diseases in the United States, focusing its mission on organ 
donation advocacy and patient and caregiver support. 

National Organization for Rare Disorders (NORD) 
www.rarediseases.org 
NORD works to improve the health and well-being of people living with rare diseases, offering its growing 
Rare Disease Database and patient assistance programs to help with access and caregiver support.

Global Genes 
www.globalgenes.org 
Global Genes works to eliminate the burdens and challenges of rare diseases for patients and families globally.

https://www.niddk.nih.gov/
https://rarediseases.info.nih.gov/diseases/2835/primary-hyperoxaluria-type-1
https://rarediseases.info.nih.gov/diseases/2835/primary-hyperoxaluria-type-1
www.ohf.org
www.kidneyfund.org
www.kidney.org
www.rarediseases.org
www.globalgenes.org


With the right information, support, 
and mindset, you can feel motivated 
to get ahead of your PH1. 

 
TakeOnPH1, Alnylam Act, and their associated logos are trademarks of 
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